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ABSTRACT 

These  12  issues  of  "Exceptional  Parent"  present  a 
variety  of  articles  and  other  information  relevant  to  parents  of 
children  with  disabilities.  The  January  issue  provides  an  annual 
directory  of  national  organizations,   associations,  products,  and 

Other  monthly  issues  each  have  several  articles  relating  to 

(1)   early  intervention,    (2)  mobility, 

services,  (5) 
(7)  health,  (8) 

education,   (9)  toys,   (10)  technology,  and  (11)  religion.  Additional 
monthly  features  include  columns  providing  parent-to-parent 
suggestions,   suggested  resources,  personal  narratives  of  parents,  a 
directory  of  advertisers,  a  calendar  of  activities,  and  reviews 
new  products  and  books.  (DB) 


services . 

a  particular  theme,  including: 

(3)  summer  activities,  (A)  recreational  activities  and 
telecommunications,   (6)  teenagers  and  young  adults. 
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Ford  MoBEJTY Motoring 
Makes  Life  More  Rewarding! 


Ford  Motor  Company  ijnderstands  that  a 
physical  disability  doesn't  mean  life  ''nn't  be 
rewarding.  For  many,  there's  no  greater  reward 
than  the  feeling  o!  freedom  and  independence  that 
comes  f'crii  driving. 

That's  why  your  Ford  and  Lincoln-Mercury  dealers 
want  your  active  life  to  include  a  new  Ford  or 
Lincoln-Mercury  car  or  van  or  Ford  light  truck.  And 
that's  why  the  Mobility  Motoring  Program  was 
created ...  to  make  adapting  your  new  Ford  or 
Lincoln-Mercury  product  easier  and  more  rewarding! 

A  Smoother  Road  to  Travel 

Mobility  Motoring  starts  with  a  loll-free  call.  You'll 
know  you've  arrived  when  your  Ford  or  Lincoln- 
Mercury  dealer  hands  you  a  check  for  up  to  $750 
toward  the  installotion  of  adoptive  driving  or 
passenger  equipment.  There's  nothing  for  you  to 
send  in ...  and  there's  no  waiting  for  your  check! 

You'll  also  receive  a  complimentary  Ford  Cellular 
Telephone  and  Roadside  Assistance'  for  the 
duration  of  the  bumper-to-bumper  limited  warranty. 


MOBILITY  JX 

PROGRAM 

I\FORmTio\  Yov Need  ... 

FOR  I.XFORMED  DECISIO^S 

The  Ford  Mobility  Motoring  Program  also  provides ... 

■  friendly  toll-free  and  special  "TDD"...  information 
line  to  answer  your  questions. 

■  a  list  of  nearby  assessment  centers  authorized  to 
provide  a  "prescription"  for  your  vehicle's 
adaptive  equipment. 

■  a  list  of  local  a''uptive  equipment  dealers  and 
installers. 

■  sources  of  funding  which  may  be  able  to  provide 
assistance  in  addition  to  the  amount  you  receive 
from  the  Mobility  Motoring  Program. 

Best  of  oil,  you  get  ford  Motoi  Compony's  products 
ond  services.  A  Ccmpony  where  quolity  ortd  service 
oreolwoys  "Job  I!" 


So  whether  your  life  demands  a  new  Ford  or 
Lincoln-Mercury'  car  or  van,  or  Ford  light  huck  . . . 
just  call  1-800-952-2248  (for  TDD  users:  1-800- 
TDDfl31 2) .  You'll  discover  that  Mobility  Motoring 
is  your  kind  of  reward! 

FrM  Mobility  Motoring  Videol 

This  video  shows  how  easy  it  is  to  open  the  door  to 
Mobility  Motoring  rewords.  You'll  meet  people  who 
hove  learned  the  process  is  really  simple.  You'll  also 
see  how  Ford  products  odopt ...  for  versotility, 
convenience  and  just  plain  motoring  fun.  Just  osk  for 
your  free  video  when  you  coll  us. 

Program  Period 

October  1,1 993  — September  30,1994 
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Q    A  New  Car,  Vms  or  Light  Trick  ...  Adaptive  EovmiEm  ...      On-thE'Spot  Cash! 

Lincoln- Mercury  Divisions  * 
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Tlu<  Custom  Desktop 


ERIC  , 


When  he's  at  schitol  with  fvrryonc  else,  tho  last  tliiii}:  ho  needs 
to  worry  alxmt  is  where  to  write  and  put  his  hooks.  With  the 
MYDKSCr"  KlipTop  Storajje  Desk,  he  has  his  own  |M>i1ahle 
desk  and  a  phiee  to  put  thinfjs  too! 

Its  iini(pie  hall-joint  movements  and  sturdy  supports  put 
IVIYI)KS(;  in  a  class  of  its  own.  It  tills  for  readin;;.  writinfs  or 
eoniputin};.  then  };(M's  flat  lor  lunch  time  and  hreaks.  A  secret 
stora<;e  compartment  hides  papers,  h(M>ks.  |M'neils  (and 
maylM'  a  few  c(miic  hooks).  And  when  it's  time  lor  transfers, 
the  entire  desktop  swinfjs  down  to  the  side  and  out  of  the  way. 

It's  sinipiv  desi};ned  for  flexihility  and  jirowth.  .so  he  can 
use  his  MYDKSC.  for  years  to  come! 

For  more  inforination  on  the  entire  MVDKSi;  line, 
contact  yoin-  local  rcliah  dealer  «nd  ask  to  see  the  MY  l)KS(! 
denxmstration  video.  Or  call  us  directly  for  a  free  hroehiire. 

1.800-4-MYDESC 


IMunnl.. .  In.    Y^ITI.  Mil- Mr.-.  I.  M  \  'llUl.U'.'m  •  M\lltM  ..  ,i  lrailr.i...rl. llliti .  In 

Circle  #103 
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Stanley  D.  Klein  Ph.D. 
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pti()n;il  Parent 


'appy  New  Year  and  welcome  to  our  first  monthly  issue  of  1994 — a  special  Resource 
Directory  that  will  be  useful  all  year.  While  some  of  these  directories  have  appeared  in 
.previous  issues  of  lixceptional  Parent,  most  haw  been  greatly  expanded  and  enhanced 
since  last  published.  In  addition,  we  have  made  an  imprecedented  effort  to  verify  addresses  and 
phone  numbers  and  to  add  "HOO"  numl>ers,  TDD  and  fax  lines,  and  even  computer  bulletin  board 
addres.ses  vi  hen  available. 

National  Resources 

In  an  effort  to  organize  our  listings  of  national  organizations  -nd  re.sources.  we  ha\'e  created 
two  distinct  directories:  National  Infonnation  and  Advocacy  Re.sources  and  National  Re.sources  for 
Specific  Disabilities  and  Conditions. 

The  Infonnation  and  Advocacy  directory  li.sts  groui>s  focusing  on  i.ssues  of  concern  to  many 
families  of  children  with  disabilities — regardle.ss  of  their  children's  specific  diagnosis.  This  is  the 
place  to  find  an.svvers  to  questions  about  education,  employment,  health  care,  independent  living 
and  more. 

The  Specific  Disabilities  directory — the  most  extensive  we  have  published — li.sts  more  than 
300  sources  of  support  and  information  on  specific  conditicins.  For  the  first  time,  we  have  provid- 
ed cross-references  between  disability  categories  to  enable  readers  to  find  all  relevant  resources 
for  a  pailicular  disability.  We  hope  that  this  new  approach  will  alleviate  confusion  over  terminolo- 
gy differences  while  helping  parents  obtain  information  on  related  conditions  that  may  be  useful 
in  understanding  an  individual  child. 

The  federal  government  can  also  serve  as  a  valuable  national  information  resource. 
Accordingly,  this  issue  lists  two  directories  of  federally-funded  resources  for  parents  and  profes- 
sionals; Federal  Agencies  and  Federal  Health  Information  Centers  and  Clearinghouses. 

Resources  Close  to  Home 

lixccplional  Parent  magazine  was  founded  becau.se  all  parents  oi  children  with  di.sabilities 
have  similar  needs  for  information  and  support.  The  federal  government  established  Parent 
Training  and  Information  Centers  (PTIs)  for  much  the  .same  reason — to  reach  out  to  parents  of 
children  with  disabilities  and  special  health  care  needs  in  local  communities,  and  to  work  to 
improve  opportimities  for  all  children.  Readers  who  need  information  about  available  programs 
and  services,  or  who  just  want  \.o  network  with  other  parents,  can  contact  the  neare.st  PTI  from 
among  m(5re  than  70  listed  in  this  issue's  director^'. 

Parent  to  Parent  Programs  have  evolved  in  local  communities  as  a  way  to  provide  one-to-one 
emotional  and  informational  support  to  parents  of  newly  diagnosed  children  with  special  needs. 
With  the  help  of  the  Beach  Center  on  Families  and  Disabilities  at  the  University  of  Kansas,  we  are 
plea.sed  to  provide  a  state-by-.state  listing  of  local  Parent  to  Parent  groups. 

A.ssi.stive  technokigy  has  enabled  many  children  with  disabilities  to  interact  with  the  world  in 
new  and  exciting  ways.  In  recognition  of  the  importance  of  technology  in  the  lives  of  many  of  our 
readers,  this  issue  offers  two  state-by-state  listings  of  a.ssistive  technology  resources:  State  A.ssistive 
Technology  Programs  and  Alliance  for  Technology  Access  Centers. 

Products  and  Services 

Parents  and  professionals  con.stantly  tell  us  about  finding  solutions  to  challenging  probl'Miis 
through  a  product  or  .seivice  advertised  in  lixceptional  Parent.  For  this  special  issue  of  the  maga- 
zine, we  have  compiled  a  Pnxlucts  and  Seivices  Director^'  in  which  many  companies  and  organi- 
zations have  purchased  listings.  This  dircctoiy  can  be  u.sed  as  a  guide  to  the  many  specialized 
products  and  seniccs  available.  In  addition,  a  I'ree  Product  &  Service  Information  card  is  available 
to  p:i!ciits  and  professionals  who  would  like  to  obtain  more  detailed  information  from  participat- 
ing adwrtisers. 

More  resources 

This  i.s.suc  also  includes  a  complete  topical  index  of  all  articles  published  in  199.^. 

Ik-ginning  with  this  i.ssue.  we  are  plea.sed  to  present  another  resource  for  parents  and  profes- 
sionals— the  Except iona I  /'arent  Library.  Thi.s  scr\'ice  offers  books  on  a  variety  of  useful  and  inter- 
esting topics.  We  welcome  suggestions  about  additional  books  we  should  include  as  this  liook 
.seiTice  continues  to  expand. 
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National  Informatioii 
&  Advocacy  Resources 


GENERAL 

Access/Abilities 

P.O.  Box  458 
Mill  Valley,  CA  94942 
(415)388-3250 
(415)  383-8718  (FAX) 

Alliance  of  Genetic 
Support  Groups 

35  Wisconsin  Cir,  Ste  440 
Chevy  Chase,  MD  20815-7015 
(800)  336-4363 
(301)  652-5553 
(301)654-0171  (FAX) 

American  Association  of 
University  Affiliated  Programs 
for  Persons  with  Developmental 
Disabilities 

8630FentonSt,  Ste410 
Silver  Spring,  MD  20910 
(301)588-8252 
(301)  588-2842  (FAX) 

Any  Baby  Can 

5410  Fredericksburg  Rd,  Ste  104 
San  Antonio,  TX  78229 
(210)377-0222 
(210)377-0497  (FAX) 

Children's  Defense  Fund 

25  E  Street  NW 
Washington,  DC  20001 
(202)  628-8787 
(202)  662-3520  (FAX) 

Council  for  Exceptional  Children 

1920  Association  Dr 
Reston,VA  22091-1589 
(703)  620-3660  (Voice/TDD) 

(703)  264-9494  (FAX) 

DIRECT  LINK  for  the  disABLED 

PO  Box  1036 
Solvang,  CA  93464 
(805)  688-1603  (Voice/TDD) 
(805)  686-5285  (FAX) 

Learning  How 

PO  Box  35481 
Charlotte,  NC  28235-5481 

(704)  376-4735  (Voice/FAX) 

MUMS  (Mothers  United  for 
Moral  Support) 

c/o  Julie  Gordon 
150  Custer  St 
Green  Bay,  Wl  54301 
(414)336-5333 
(414)339-0995  (FAX) 


National  Center  for  Youth  WWr~^'^ 
with  Disabilities 

University  of  Minnesota 
Box  721— UMHC 
420  Delaw^are  St  SE 
Minneapolis,  MN  55455 
(800)  333-6293 
(612)  626-2825 
(612)624-3939  (TDD) 
(612)  626-213-?  (FAX) 

National  Easter  Seals  Society 

230  W  Monroe 
Chicago,  I L  60606 
(800)221-6827 
(312)  726-6200 
(312)  726-4258  (TDD) 
(312)  726-1494  (FAX) 

National  Information  Center  for 
Children  and  Youth  with 
Disabilities  (NICHCY) 

PO  Box  1492 
Washington,  DC  20013 
(202)  416-0300 
(202)  416-0318  (TDD) 
(202)  416-0312  (FAX) 

National  Organization 
on  Disability 

910  16th  St  NW,  Ste  600 
Washington,  DC  20006 
(800)  248-2253 
(202)  293-5960 
(202)  293-5968  (TDD) 
(202)  293-7999  (FAX) 

National  Vaccine  Information 
Center  Dissatisfied  Parents 
Together 

512  W  Maple  Ave,  #206 
Vienna,  VA  221 80 
(703)  938-3783 
(703)  938-5768  (FAX) 

NPND  (National  Parent  Network 
on  Disabilities) 

1600  Prince  St,  Suite  115 
Alexandria,  VA  2231 4 
(703)  684-6763  (Volce/TDD) 
(703)  836-1 232  (FAX) 

STOMP  (Specialized  Training  of 
Military  Parents) 

c/o  Washington  PAVE 
12208  Pacific  Hlghw^ay  SW 
Tacoma.  WA  98499 
(206)588-1741  (Voice/TDD) 
(206)  984-7520  (FAX) 
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ADOPTION 

AASK  (Adopt  a  Special  Kid) 

657  Mission  St,  Ste  303 
San  Francisqp,  CA  94105 
(415)543-2?75 
(510)451-2023  (FAX) 


Adoptive  Families  of  America 

3333  Hlghw^ay  100N 
Minneapolis,  MN  55422 
(612)535-4829 
(612)535-7808  (FAX) 

Children's  Adoption 
Support  Services 

3824  Legation  St  NW 
Washington,  DC  20015 
(202)  362-3264 

National  Adoption  Center 

1500  Walnut  St,  Ste  701 
Philadelphia,  PA  19102 
(800)  862-3678 
(215)735-9988 
(215)  735-9410  (FAX) 

National  Resource  Center  for 
Special  Needs  Adoption 

16250  Northland  Dr,  Ste  120 
Southfield,  Ml  48075 
(313)443-7080 
(313)  443-7099  (FAX) 

National  Adoption  Information 
Clearinghouse 

11426  Rocl<vllle  PII<e,Ste410 
Rocl<vllle ,  MD  20852 
(301)231-6512 
(301)  984-8527  (FAX) 

ARCHITECTURAL 
ACCESSIBILITY 

Center  for  Accessible  Housing 

North  Carolina  State  University 
School  of  Design 
Box  8613 

Raleigh,  NC  27695-8613 
(919)515-3082  (Volce/TDD) 
(919)515-3023  (FAX) 

BIRTH  DEFECTS 

Association  of  Birth  Defect 
Children 

5400  Diplomat  Cir,  Ste  270 
Orlando,  FL  32810 
(407)629-1466  (Voice/FAX) 
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National  Informatioii  &  Advocacy  Resources 


March  of  Dimes  Birth  Defects 
Foundation 

1275  Mamaroneck  Ave 
White  Plains,  NY  10605 
(914)428-7100 
(914)  428-8203  (FAX) 

NatiCK'^l  Birth  Defects  Center 

30  Warren  St 
Boston,  MA  02135 
(617)787-5958 
(617)  787-9019  (FAX) 

EDUCATION 

AHEAD  (Association  on  Higher 
Education  and  Disability) 

PO  Box  21192 
Columbus,  OH  43221-0192 
(614)  488-4972  (Voice/TDD) 
(614)  488-1 174  (FAX) 

National  Committee  for 
Citizens  in  Education 

900  Second  St  NE,  Ste  8 
Washington,  DC  20002 
(800)  638-9675 
(202)  408-0447 
(202)  408-0452  (FAX) 

EMPLOYMENT 

JAN  (Job  Accc  nmodation 
Network) 

West  Virginia  University 
918  Chestnut  Ridge  Rd,  Ste  1 
Morgantown,  WV  26506-6080 
(800)  526-7234  (Voice/TDD) 
(800)  526-2262  (In  Canada, 
Voice/TDD) 

JOB  (Job  Opportunities 
for  the  Blind) 

National  Center  for  the  Blind 
1800  Johnson  St 
Baltimore,  MD  21230 
(800)638-7518 
(410)659-9314 
(410)  685-5653  (FAX) 

Mainstream 

3  Bethesda  Metro  Ctr,  Ste  830 
Bethesda,  MD  20814 
(301)  654-2400  (Voice/TDD) 

National  Industries  for  the 
Severely  Handicapped 

2235  Cedar  Lane 
Vienna,  VA  221 82 
(703)  560-6800 
(703)  849-8916  (FAX) 

Partnership  for  Training  and 
Employment  Careers 

1620  I  St  NW,  LL30 
Washington,  DC  20006 
(202)887-6120 
(202)  887-8216  (FAX) 


GENETICS 

Hereditary  Disease  Foundation 

1427  7th  St,  Ste  2 
Santa  Monica,  CA  90401 
(310)458-4183 
(310)  458-3937  (FAX) 

National  Foundation  for  Jewish 
Genetic  Diseases 

250  Park  Ave,  Ste  1000 
New  York,  NY  10017 
(212)  371-1030 

HEALTH  CARE 

Association  for  the  Care  of 
Children's  Health- 
Parents  Network 

7910  Woodmont  Ave,  Ste  300 
Bethesda,  MD  20814 
(301)654-6549 
(301)  986-4553  (FAX) 

Children's  Hospice  International 

700  Princess  St 
Alexandria,  VA  2231 4 
(800)  242-4453 
(703)  684-0330 
(703)  684-0226  (FAX) 

Parent  Care 

9041  Colgate  St 
Indianapolis,  IN  46268 
(317)  872-9913  (Voice/FAX) 

Families  of  Children  Under 
Stress  (FOCUS) 

PO  Box  1058 
Conyers,  GA  30207 
(404)  483-9845 

INDEPENDENT 
LIVING 

Independent  Living  Research 
Utilization  Program 

2323  S  Shepherd,  Ste  1000 
Houston,  TX  77019 
(713)520-0232 
(713)  520-5136  (TDD) 
(713)520-5785  (FAX) 

LEGAL  ASSISTANCE 

American  Bar  Association 
Center  on  Children  and  the  Law 

1800  M  St  NW,  Ste  200  S 
Washington,  DC  20036 
(202)  331-2250 

DREDF  (Disability  Rights 
Education  and  Defense  Fund) 

2212  Sixth  St 
Berkeley,  CA  94710 
(51 0)644-2555  (Voice/TDD) 
(510)  841-8645  (FAX) 


National  Center 
for  Law  and  the  Deaf 

Gallaudet  University 
800  Florida  Ave  NE 
Washington ,  DC  20002 
(202)  651-5373  (Voice/TDD) 
(202)651-5381  (FAX) 

Pike  Institute 

Boston  University  School  ot  Law 
765  Commonwealth  Ave 
Boston,  MA  02215-1620 
(617)353-2904 
(617)353-2906  (FAX) 

The  Bazelow  Center 
for  Mental  Health  Law 

1101  15th  St  NW,  Ste  1212 
Washington,  DC  20005 
(202)  467-5730 
(202)  467-4232  (TDD) 

(202)  223-0409  (FAX) 

MOTOR/MOVEMENT 

DISORDERS 

Pathways  Awareness 
Foundation 

123NWacker  Dr 
Chicago,  I L  60606 
(800)  955-2445 
(708)  729-1 116  (FAX) 

Worldwide  Education  and 
Awareness  for  Movement 
Disorders 

The  Neurological  Institute,  Box  33 

710W  168th  St 

New  York,  NY  10032 

(800)  437-6682 

(212)  305-5779 

(212)  305-1393  (FAX) 

RARE  DISORDERS 

Lethbridge  Society 
for  Rare  Disorders 

#100B,  515-7  St  S 
Lethbridge,  AB 
Canada  T1J2G8 
(403)  329-0665 
(403)  329-0089  (FAX) 

National  Organization  for  Rare 
Disorders  (NORD) 

100Rt37,  PO  Box  8923 
New  Fairfield,  CT  06812-1783 
(800)  999-6673 

(203)  746-6518 
(203)746-6481  (FAX) 

RECREATION 

Boy  Scouts  of  America 
Scouting  for  the  Handicapped 
Service 

1325  Walnut  Hill  Lane 
Irving,  TX  75038 
(214)580-2000 
(214)  580-2502  (FAX) 
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Hxtvptional  I'aivnt 


Girl  Scouts  of  the  U.S.A. 
Services  for  Girls  with 
Disabilities 

830  Third  Ave 
NewYork,  NY  10022 
(212)940-7500 

Special  0!ympk:s 

1350  New  York  Ave  NW,  Ste  500 
Washington,  DC  20005 
(202)  628-3630 
(202)  737-1937  (FAX) 

Very  Special  Arts 

1331  FStNW,Ste800 
Washington,  DC  20004 
(202)  628-2800 
(202)  737-0645  (TDD) 

REHABILITATION 

Canadian  Rehabilitation  Council 
for  the  Disabled 

45  Sheppard  Ave  E,  Ste  801 
Willowdale,  ON 
Canada  M2N  5W9 
(416)250-7490 
(416)229-1371  (FAX) 

Kinsman  Rehabilitation 
Foundation  of  British  Columbia 

2256  W  12th  Ave 
Vancouver,  BC 
Canada  V6K  2N5 
(604)  736-8841 
(604)  738-0603  (TDD) 

National  Rehabilitation 
Information  Center  . 

8455  Colesville  Rd 
Silver  Spring,  MD  20910 
(800)227-0216 
(800)  346-2742  (TDD) 
(301)587-1967  (FAX) 

World  Rehabilitation  Fund 

386  Park  Ave  S,  Ste  500 
NewYork,  NY  10016-4901 
(212)725-7875 
(212)  725-8402  (FAX) 

RELIGION 

Christian  Council  on  Persons 
with  Disabilities 

36272  CR  79 
Warsaw,  OH  43844 
(614)327-2311 
(614)327-6371  (FAX) 

Keshet— Jewish  Parents  of 
Children  with  Special  Needs 

3525  W  Peterson,  Ste  T- 17 
Chicago,  I L 60659 
(312)588-0551 
(312)588-5825 

National  Catholic  Offico  for 
Persons  with  Disabilities 

POBox  29113 
Washington,  DC  20017 
(202)  529-2933  (Voice/TDD) 
(202)  529-4678  (FAX) 
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RESPITE  CARE 


ARCH  National  Resource  Center 

800  Eastowne  Dr,  StelOS 
Chapel  Hill,  NC  27514 
(800)473-1727 
(919)490-5577 
(919)  490-4905  (FAX) 

SELF-HELP 

American  Self-Help 
Clearinghouse 

St.  Clares-Riverside  Medical  Ctr 

25  Pocono  Rd 

Denville.  NJ  07834 

(201)625-7101 

(201)  625-9053  (TDD) 

(201)  625-8848  (FAX) 

National  !f-Help 
Clearinghouse 

CUNY  Grad  School.  University  Ctr 
25  W  43rd  St,  Rm  620 
New  York,  NY  10036 
(212)  642-2944 

SEXUALITY 

Coalition  on  Sexuality 
and  Disability 

122  E  23rd  St 

New  York,  NY  10010 

(212)  242-3900 

SIECUS  (Sex  Information  and 
Education  Council  Of  U.S.) 

130  W  42nd  St,  Ste  2500 
New  York,  NY  10036-7901 
(212)819-9770 
(212)819-9776  (FAX) 

SIBLING  SUPPORT 

Siblings  for  Significant  Change 

United  Charities  BIdg 
105  E  22nd  St,  Rm710 
New  York,  NY  10010 
(212)  420-0776 
(212)  420-0433  (FAX) 

Siblings  Information  Network 

The  A.J.  Pappanikou  Center  on 
Special  Education  and  Rehab 
1776  Ellington  Rd 
South  Windsor,  CT  06074 
(203)648-1205 
(203)  644-2031  (FAX) 

TRAVEL 

Mobility  International 

PO  Box  10767 
Eugene,  OR  97440 
(503)  343-1284  (VoiceAFDD) 
(503)  343-6812  (FAX) 

Travel  Information  Service 

Moss  Rehab  Hospital 
1200  W  Tabor  Rd 
Philadelphia,  PA  19141 
(215)456-9600 
ij"-)  456-9602  (TDD) 
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Editorial  Advisory  Board 
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•  USA  BLUMBEnG.  J.O.,  Coqxxata  Mfm&t,  Aatna  U)a  Insuranu, 
WMHaitlord.CT 

•  T.  BERRY  BRAZELTON.  M.O..  Clinical  Professor  Emeiitut  <* 
PedMnca.  Hananl  Medical  Schod.  Boston.  MA 

•  FfUNCES  P.  CONNOR.  Ed.O.  Prolessor  Emtfita.  Special  Educa- 
tion. Cotumbia  Univetaily  Teactwn  Collega.  New  Yorti.  NY 

•  ALLEN  C.  CROCKER.  M.O..  Director.  Devetarmenial  Evaknllon 
Center.  CMIdran's  Hosotai.  Boeton.  MA 

•  EU  FACTOR.  O.M.O..  President  WiMalchair  Motorcycle 
Assocalion.  Brockton.  MA. 

•  HURRAY  FEMOOLO.  M.O..  Ptiysictan-inChiet.  Italional  Bittti 
Delects  Center.  Franciscan  Ctiildren's  Hospdal.  Boston.  MA 

•  SANDRA  B.  FLEISHMAN.  Parent  and  Coordinator.  World  of 
Difference  Protect  Antt-Oefamation  League.  Boston.  MA 

•  BRUCE  a  CANS.  M.O..  President  RehaUMion  meMiile  o« 
Michigan,  Inc..  Detroit  Ml 

•  SOL  GORDON.  Pli.O..  Professor  Ementus.  CtiHd  and  Family 
Studies.  Syiacuse  Univatsity.  Syracuse.  NY 

•  HERBERT  J.  GROSSMAN,  M.O.,  Pioleeaot  c<  Pedblrics.  Neurology, 
ard  PsydMtiY.  Umv.  ul  UicNgan  Metical  Center.  Ani  Aitxx.  Ml 

•  QOOOWW  0.  KAT7EN.  Fonner  Executive  Dirscttr.  Roddand 
County  Center  hv  the  Pliysically  Handicaiiped.  New  City.  NY 

•  SUSAN  a  KLEW.  Ph.D..  Prolessor  o«  Special  Education. 
Depeitranl  o(  Education.  Indiana  University.  Bloominglon.  IN 

•  EOWM  W.  MARTIN.  Ph.D..  President  S  CEO.  National  Center  lor 
Oistfiiily  Senices.  Albeitson.  NY 


•  JAMES  HAY.  M  A  .  M.Ed..  Protect  OiteOor  d  Die  National  Fathers' 
Uetmdi.  Bellevue.  WA 

•  JEAN  B.  UcGREW.  Ph.D..  Supertntendenl.  Qlemxook  Sduol 
Distilctl22S.Qlenview.IL 

•  EDWARD  NEWMAN.  Ph.D..  Prolessor.  Temple  University  Sctnol 
of  Social  Admnstntion.  Philadelphia.  PA 

•  BETTY  PENOLER  M.S.,  Manbec.  New  Yotli  Stale  Developmental 
Disabittiss  Planning  Council.  New  York.  NY 

•  HARVEY  PRESSMAN.  President  Cotporalkin  for  Opportunity 
Expansion.  Newton.  MA. 

•  SIEQFRIEO  a  PUESCHEL  M.D..  Ph.D..  M.P.H.,  Dir..  Child  Dev.  Qr.. 
Pral.  o«  Pediatiics.  Blown  Univ.  SdxxH  ol  Maddne.  Piovkience.  Rl 

•  JEROME  ROSNER.  CD..  PiDlssaor  ct  PedaMc  Optometry. 
Univeisity  ol  Houston,  Houston,  rx 

•  HARILYN  ROUSSO.  AC.S.W..  Director.  OisaMilies  Unlimited 
Counseling  &  ConsuUatve  Service.  New  York.  NY 

•  BARBARA  J.  SEABURY.  MA.  DiiMor.  ChU  Ule  Dept.  Rhode 
Island  Hospital.  Piovidenc*.  Rl 

•  HOWARD  SHANE.  Ph.D..  Director.  Communications  Enhancement 
Center.  ChiUren's  Hospital.  Boston.  MA 

•  CAROL  TINOEY.  Ph.D..  Parent  PsycMogiit  Western 
Rehabiitalion  Hospdat  Sanity.  UT 

•  HAROLD  TURNER.  D.D.S..  Associate  Professor.  Retired.  School  of 
Graduate  Dentistry.  Boston  University,  Boston.  MA 

•  IRVINO  KENNETH  ZOLA.  Ph.D..  Proleesor  and  Chainnan.  Dept.  of 
Soctclogy.  Brandeis  Univereity.  WaMham.  MA 
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Chairman 
of  the 
Board. 


That's  my  son  Jcdidiah.  He's  the 
reason  1  started  Special  Designs  Inc. 
You  see.  as  a  parent  of  a  disabled  child. 
1  had  a  lot  of  trouble  finilint!  furniture 
to  fit  my  son  s  special  needs.  I-urniture 
that's  ilurable  and  sturdy,  easy  to  adjust 
ami  easy  lo  take  along  to  a  restaurant  or 
to  Grandma's.  I-urniture  that  looks  like 
it  belongs  in  a  home--not  in  a  hospital. 

Finally.  1  got  tired  of  looking  and 
made  it  myself.  Then  it  occurrcl  to 
me--maybe  other  parents  have  the  same 
needs.  That's  how  it  all  began.  U  you 
want  to  know  more  about  our  full  line 
of  furniture  for  disabled  chililren.  call 
us  at  the  number  below,  or  write  for  a 
free  catalog. 

What's  ii  like  working  for  Jed'.'  liasy. 
I've  never  had  a  more  lovable  boss. 

-Peter  Qiiciisc 


CD  DESIGNS,  inCosA  (908)464-8825 

3_   VIl  P.O.  Box  130.  GilieMo,  NJ  07933 


CUSTOM  EQUIPMENT  FOR  SPECIAL  KIDS 
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•  Don't' You  tlave 
Enough  To  Worry. 
'About...  '  . 
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Amanda  could  hardly  contain  herself  as  they  set  her  chair 
into  the  wheelchair  swing...it  seemed  like  she'd  been  waiting 
for  this  for  a  hundred  years.  She  gripped  the  swing  tightly 
between  her  fingers,  took  a  deep  breath  and  said,'Tm  ready!" 
Then,  as  they  put  the  swing  into  motion,  her  hesitant  smile 
became  an  ear-to-ear  grin.  For  the  very  first  time  in  her 
eight-year-old  life,  Amanda  was  swinging. 

For  Amanda  and  others  like  her,  our  special  seven-week 
summer  urogram  is  a  place  where  children  with  multiple 
disabilities,  ages  5-21,  can  discover  the  joys  of  achievement. 

The  opportunity  to  make  new  friends... learn  new  skills... and 
increase  independence  awaits!  We  combine  functional  aca- 
demics in  special  education  classrooms,  lifeskills  in  home-like 
environments,  individualized  therapies,  exciting  leisure/ 
recreation  activities  in  community-based  settings  and  caring, 
professional  staff  members  for  a  summer  full  of  smiles. 

Enroll  Now  For  Summer  '94! 

Summer  Session:  June  20 -August  5 
Application  Deadline:  April  1,  1994 


A  LIFESKILLS  LEARNING  CENTER 

2400  JARDINE  DRIVE 
WICHITA  •  KANSAS  67219-4699 
800  •  835  •  1043 
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Without  Worrying 
About  Incontinent 
Supplies? 


DURALINE* 
MEDICAL  PRODUCTS 

•  For  all  of  your  bladder  and  bowel 

control  needs  -  diapers,  briefs,  liners, 
underpads,  catheters  and  more. 

•  Fast  direct-to-your-door  delivery. 

Call  Today  For 
A  FREE  Catalog! 

Circle  #20 


1-800-654-3376 


DllRAUWE  MEDICAL  PRODUCTS 

324WcinerSL  •  P.O.B(k67  •  Ltipsic, OH 45856 
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You  Asked  DymVox  To  Do  Even  More... 


"/  tvant  to  tell  a  story." 


"I  want  to  spell  and 
talk  faster" 


7  want  to  communicate  faster 
uith  my  asscKiates." 


Introducing  DynaWrite, 


DynaVox  Was  Just  The  Beginning. 

When  \vc  first  intn)ilucccl  the  a-voliitionan  new 
DynaVox'  augmentative  eonimimieation  aid,  the 
a-si^onse  was  overwlielniinj;. 

lieeaiLsc  [x-ople  tbiinilthat  l)\  na\'()x's  modem, 
iiser-friendh  teelinology  was  ,so  niiieli  r.isier  to 
leam  tiian  old-l'asliioned  cxKles,  nio,st  ol  tiiem  could 
begin  using  it  in  le,ss  than  hail  an  iioiir. 

In  fact,  DynaVox  made  everyday  eomnninieation 
so  enjo\ahle.  they  wanted  to  go  on  to  even  greater 
eiialieiigcs. 

Intnxlucing  DynaWrite. 

lliat's  w!i\'  we've  ea-ated  I)\naWrite','  tlie  new 
,'i()thvaa'  package  for  DynaVox  tliat  lielps  jxoplc 
comiXKc  longer,  moa-  complex  mes.s;iges.  fa.ster  :uid 
easier  than  ever  tx-tba-. 

D\  naWrite  uses  a  Ibrm  of  artificial  intelligence 
c-.illed  'word  pa-diction,'  which  eiiuilyzcs  iis  \oii 
write,  and  oflers  logic~.il  choices  Ibr  the  next  word, 
based  on  the  rules  of  grammar  and  a  built-in  10,(XX)- 
woal  dictionary. 

I  ^sers  c"!n  ,select  fn)m  these  choices  with 
a  ,single  key,str()ke,  so  they  can  compose 
mes,s;igL-s  twice  a.s  fa,st  as  with  oalinary 
letter-by-letter  typing. 


Finished  cx)mpo,sitionsc:ui  then  be  s;ived, 
a-|(Xided,  and  a--edited  as  needed,  and  ,s|X)ken  by 
the  Dj  naVox,  or  output  to  a  printer 

Dedicated  To  Communication. 

And  Ix-caiLse  the  DvtciVox  Ls  a  totJilh-  selkontJiincd 
amiimoiiailioii  aid.  ym  get  :ill  tliLs  capiibility  without 
luving  to  buy  a  sepiratc  computcT  :uid  .sixxxti  s\  nthe- 
si/en  orlc-.im  ,sixxT;ili/ed  computcT, skills. 

No  other  .single  device  can  ofler  the  complete 
,six'c1rum  of  communication  —  from  s\  nibols.  writ- 
ten words,  and  advanced  woal  pa-diction,  to  the 
highest  qiuilit)  .synthc-sized  .six-ech  in  the  world.  So 
no  other  device  can  offer  the  value  DynaVox  can. 
A  Straightforward  Commitment 
And  tliat's  no  accident.  It's  a  diaxi  atlcxlion  of  oui- 
conimitriient  to  augmentjitiw-  cxmimiuiication. 
Ikx-aiLsc-  we  know  it  i;ikes  moa-  diiin  just  tcxhnolog> 
—  it  tJikcs  a  tliorougli  luiden-itiindini',  of  liingitigc.  con- 
tinuing .support,  and  praclic-al,  iiflbatible  solutioas  — 
to  kcxp  (xicx-  witli  yourgitAving  ncxxLs. 
^  So  il  \()U  know  someone  wlio  miglit 

IxiK'fit  from  the  DynaVox  —  and  fn)ni 
ix-w  IXnaWrite  softwaa-  —  \,e  urge  \i)U 
to  contact  your  ihenipist.  Or  give  us  a  call 
at  l-«00-.Vi4-1778. 


We  Hear  You, 


TECHNOLOGY  INC. 
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lilxcc-ptional  Parent  9 


This  WIZARD®  Will  Amaze  You! 

Comfortable  and  fully  adjustable,  the  WIZARD  offers  tilt-in-space.  a  fully  reclining  back,  and 
elevating  legrests....A  magic  act  that  no  other  pediatric  wheelchair  can  perform,  and  It's  standard 
with  every  unit! 

The  WIZARD  easily  separates  into  two  components  weighing  less  than  20  lbs.  each. . . .  Mom  can 
effortlessly  load  the  WIZARD  Into  the  trunk! 

The  WIZARD  offers  these  advantases  The 

►  Made  of  strong  steel  tubing,  the 
durable  WIZARD  frame  is  guaran- 
teed for  the  Lifetime  of  the  User. 

►  Grows  with  your  child  from  age  1 
to  10  without  having  to  purchase 

an  expensive  growth  kit  ^  « 800" 336 "7684 

►  Tackles  any  terrain  with  it's  heavy    -i  *       Fax  1-704-847-9577 
duty  8''x2''  front  caster  tires.  ^  '     in  Canada  l-80O«67-3422 

By  SNUG  SEAT*.  INC.  Providing  Technotogies  For  Mobility.  Positioning  &  Transportation  Since  1987  Circle  #69 
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Aarskog  Syndrome 

Aarskog  Syndrome  Parent 
Support  Group 

c/o  Shannon  Caranci 
62  Robin  Hill  Ln 
Levittown,  PA  19055-1411 
(215)  943-7131 

Acidemia,  Organic 

Organic  Acidemia  Association 

c/o  Carol  Barton 
2287  Cypress  Ave 
San  Pablo,  CA  94806 
(510)  724-0297 

Acoustic  Neuroma 

See  also:  Neurofibromatosis 

Acoustic  Neuroma  Association 

PO  Box  12402 
Atlanta,  GA  30355 
(404)  237-8023 
(404)  237-2704  (FAX) 

Adrenal  Hypoplasia 

See  also:  Growth  Disorders 

Congenital  Adrenal  Hypoplasia 
Support  Association 

801  County  Rd,  #3 
Wrenshall,  MN  55797 
(218)  384-3863 

Agenesis  of  the  Corpus 
Callosum  (ACC) 

ACC  Network 

86  N  Main  St 
Orono,  ME  04473 
(207)866-2062 
(207)  581-3120  (FAX) 

Aicardi  Syndrome 

Aicardi  Syndrome  Awareness 
and  Support  Group 

29  Delavan  Ave 
Toronto,  ON 
Canada  M5P  1T2 
(416)  481-4095 

Aicardi  Syndrome  Newsletter 

5115Troy  UrbanaRd 
Casstown,  OH  45312 
(51 3)  339-6033  (Voice/FAX) 

AIDS 

National  Aids  Hotline 

American  Society  Health  Assn 
PO  80x13827 

Research  Triangle  Park,  NC  27709 
(800)  342-2437 

v.-    4-7432  (Spanish) 

ERIC 


Albinism  & 
Hypopigmentation 

National  Organization  for 
Albinism  and  Hypopigmentation 

1530  Locust  St,  Box  29 
Philadelphia,  PA  19102 
(800)473-2310 
(215)  545-2322  (FAX) 

Allergy 

See:  Asthma  &  Allergy 

Alopecia  Areata 

National  Alopecia  Areata 
Foundation 

710 est,  Stell 
San  Rafael,  CA  94901 
(415)  456-4644 
(415)  456-4274  (FAX) 

Alstrom  Syndrome 

See  also:  Diabetes  Mellitus, 
Hearing  Impairments 

Alstrom  Syndrome  Newsletter 

10C6  Howard  Rd 
Wamiinster,  PA  18974 

Amputation 

See  also:  Limb  Disorders 

American  Amputee  Foundation 

PO  Box  250218 
Little  Rock,  AR  72225 
(501)666-2523 
(501)666-8367  (FAX) 

National  Amputation  Foundation 

73  Church  St 
Malveme,  NY  11565 
(516)887-3600 
(516)  887-3667  (FAX) 

Anemia,  Aplastic 

Aplastic  Anemia  Foundation 
of  America 

PO  Box  22689 
Baltimore,  MD  21203 
(800)  747-2820 

Anemia,  Fanconi 

Fanconi  Anemia  Research 
Fund/Support  Group 

66  Club  Rd,  Ste  390 
Eugene,  OR  97401 
(503)  687-4658 
(503)  687-0548  (FAX) 


Angeiman  Syndrome 

Angelman  Research  Group 

University  of  Florida/Genetics 
Box  J-296,  JHM  HC 
Gainesville,  FL  32610-0296 
(904)  392-4104 
(904)392-3051  (FAX) 

Angelman  Syndrome 
Foundation 

5950-77  SW  20th  Ave 
Gainesville,  FL  32607 
(904)  332-3303 
(904)  332-3303  (FAX) 

Anorectal  Malformations 

Pull-thru  Network 

1  Circle  Rd 
Darien,  CT  06820 
(203)  655-6288 

Aphasia 

National  Aphasia  Association 

Young  People's  Network 
PO  Box  1887 
Mun-ay  Hill  Station 
New  York.  NY  10156-0611 
(800)  922-4622 

Arginase  Deficiency 

See;  Urea  Cycle  Disorders 

Argininosuccinic 
Aciduria 

See;  Urea  Cycle  Disorders 
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Amold-Chiari  Syndrome 

See  also:  Syringomyelia 

Amotd-Chiari  Family  Network 

c/o  Maureen  &  Kevin  Walsh 
67  Spring  St 
Weyrr.outh.  MA  02 188 
(617/  337-2368 

Arthritis 

American  Juvenile  Arthritis 
Organization 

1314  Spring  St  NW 
Atlanta,  GA  30309 
(800)  283-7800 
(404)  872-7100 
(404)  872-0457  (FAX) 

Arthrogryposis 

National  Support  Group  for 
Arthrogryposis  Multiplex 
Congenita 

PO  80x5192 
Sonora,  CA  95370 
(209)  928-3688 

Asthma  &  Ailergy 

Asthma  and  Allergy  Foundation 
of  America 

1125  15thStNW,Ste502 
Washington,  DC  20005 
(202)  466-7643 
(800)  727-8462 
(202)  466-8940  (FAX) 

Ataxia 

National  Ataxia  Foundation 

750  Twelve  Oaks  Ctr 
15500Wayzata  Bivd 
Wayzata,  MN  55391 
(612)  473-7666 
(612)473-9289  (FAX) 

Attention  Deficit 
Disorder 

Children  with  Attention 
Deficit  Disorders 

499  NW  70th  Ave,  Ste  109 
Plantation,  FL33317 
(305)  587-3700 
(305)  587-4599  (FAX) 

Autism 

Autism  Society  of  America 

7910  Woodmont  Ave,  Ste  650 
Bethe,cda,  MD  20814 
(800)  328-8476 
(301)657-0881 
(30r  657-0869  (FAX) 

National  Autism  Hotline/Autism 
Services  Center 

605  Ninth  St 

Prichard  BIdg,  PO  Box  507 
^■-'ington,WV  25710-0507 

PRir"  525-8014 

Ltyy  525-8026 (FAX) 


Balance  Disorders  & 
Dizziness 

See  also:  Vestibular  Disorders 

The  EAR  Foundation 

2000  Church  St,  Box  1 1 1 
Nashville,  TN  37236 
(800)  545-4327  (Voice/TDD) 
(615)329-7807 

Pen  Pal  Support  Group 
for  Chronic  Dizziness 
&  Balance  Disorders 

Box  305 
Elliot,  lA  51532 
(712)  767-2325 

Batten's  Disease 

Batten's  Disease  Support 
and  Research  Association 

2600  Parsons  Ave 
Columbus,  OH  43?07 
(800)  448-4570 
(614)445-4161 

Beckwlth-Wiedemann 
Syndrome 

Beckwith-Wiedemann 
Support  Network 

3206  Braeburn  Cir 

Ann  Arbor,  Mi  48108 

(800)  837-2976  (Parents  only) 

(313)973-0263 

(313)  973-9721  (FAX) 

Bereavement  Support 

A.M.E.N.D.  (Aiding  Mothers  & 
Fathers  Experiencing 
Neonatal  Death) 

4324  Berrywick  Terr 
St  Louis,  MO  63128 

(314)  487-7582 

Center  for  Loss  in  Multiple  Birth 

PO  Box  1064 

Palmer,  AK  99645-1064 

(907)746-6123 

Compassionate  Friends 

PO  Box  3696 

Oak  Brook,  !L  60522-3696 

(708)990-0010 

(708)  990-0246  (FAX) 

Brain  Damage 

Andrew  Blake  Foundation 

Box  866 

Winona,  MN  55987 
(507)  452-5734 

Brain  Diseases 

Children's  Brain  Diseases 
Foundation 

350  Parnassus  Ave.  Ste  900 
San  Francisco,  CA  941 1 7 
(415)565-6259 
(415)863-3452  (FAX) 


Brain  Tumors 

American  Brain  Tumor 
Association 

2720  River  Rri,  Ste  146 

Des  Plaines,  IL  60018 

(800)  886-2282  (consumer  line) 

(708)827-9910 

(708)  827-9918  (FAX) 

Cancer 

AMC  Cancer  Research  Center 

1600  Pierce  St 
Lakewood,  CO  80214 
(800)  525-3777  (Voice/TDD) 

American  Cancer  Society 

PO  Box  190429 
Atlanta,  GA  31 119-0429 
(404)816-7800 
(404)816-9443  (FAX) 

Candlelighters  Childhood 
Cancer  Foundation 

7910  Woodmont  Ave,  Ste  460 
Bethesda,  MD2.  .  14 
(800)  366-2223 
(301)  718-2686  (FAX) 

Corporate  Angel  Network 

Westchester  Cty  Airport,  BIdg  1 
White  Plains,  NY  10604 
(914)328-1313 
(914)  328-3938  (FAX) 

G.I.  Polyposis  and  Hereditary 
Colon  Cancer  Registry 

Center  for  Medical  Genetics 
Johns  Hopkins  Hospital 
600  N  Wolfe  St 
Baltimore,  MD  21287-4922 
(410)955-3875 
(410)  955-0484  (FAX) 

Intestinal  Multiple  Polyposis 
and  Colorectal  Cancer 

c/o  Ann  Fagan 
Reese's  Crest,  PO  Box  1 1 
Conyngham,  PA  1821S 
(717)459-1200 

Carbamyl  Phosphate 
Synthetase  (CPS) 
Deficiency 

See:  Urea  Cycle  Disorders 

Cardlo-Facio-Cutaneous 
Syndrome 

CFC  Support  Network 

1 57  Aider  Ave 
McKee  City,  NJ  08232 
(609)  646-5606 

Cataracts 

PACK:  Parents  of  Cataract  Kids 

179  Hunter  Ln 
Devon,  PA  19333 
(215)293-1917 
(215)721-9121 
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Celiac  Sprue 

See  also:  Gluten  Intolerance 

Celiac  Sprue  Association 

PO  Box  31700 
Omaha,  NE  68131 -0700 
(402)  558-0600 

Central  Hypoventilation 
Syndrome,  Congenital 

Congenital  Central 
Hypoventilation  Syndrome 
Parent  Network 

71  Maple  St 
Oneonta,  NY  13820 

Cerebral  Palsy 

United  Cerebral  Palsy 
Association 

1522  K  St  NW,  #1112 
Washington,  DC  20005 
(800)  872-5827 
(202)  842-1266  (Voice/TDD) 
(202)  842-3519  (FAX) 

Charcot-Marie-Tooth 
(CMT)  Disease 

Charcot-Marie-Tooth 
Association 

Crozer  Mills  Enterprise  Center 
601  Upland  Ave 
Upland,  PA  19015 
(215)499-7486 

(215)  489-7429  (FAX) 

Charcot-Marie-Tooth 
International 

1  Springbank  Dr 
St  Catharines,  ON 
Canada  L2S  2K1 
(905)  687-3630 
(905)  687-8753 

CHARGE  Syndrome 

CHARGE  Syndrome  Foundation 

2004  Parkade  Blvd 
Columbia,  MO  65202-3121 
(314)442-7604 

Chromosome  9 
Disorders 

Support  Group  for  9p- 

675  N  Round  Table  Dr 
Las  Vegas,  NV  89110 
(702)  453-0788 

Support  Group  for  Monosomy  9p 

43304  Kipton  NIckle  Plate  Rd 
La  Grange,  OH  44050 

(216)  775-4255 

Trisomy  9  Intemationai 
Parent  Support 

Children's  Hospital  of  Michigan 
3901  Beaubien  Blvd 
Detroit,  Ml  48201-2196 
(313)745-4513 
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Chromosome  17p- 

See:  Smith-Magenis  Syndrome 

Chromosomes  18  &  13 

Chromosome  18 

Registry  &  Research  Society 

6302  Fox  Head 
San  Antonio,  TX  78247 
(210)657-4968 
(210)657-4968  (FAX) 

Support  Organization 
for  Trisomy  18, 13 
and  Related  Disorders 

2982  S  Union  St 
Rochester,  NY  14624 
(716)594-4621  (Voice/FAX) 

Chromosome  Deletions 

Chromosome  Deletion  Outreach 

PO  Box  532 

Center  Moriches,  NY  11934 
(516)878-3510 

Chromosome  inversions 

National  Center  on 
Chromosome  Inversions 

1029  Johnson  St 
Des  Moines,  lA  50315 
(515)  287-6798  (Voice/FAX) 

Citruilinemia 

See:  Urea  Cycle  Disorders 

Cieft  Paiate 

Cleft  Palate  Foundation 

1218  GrandviewAve 
Pittsburgh,  PA  15211 
(800)  242-5338 
(412)  481-1376 
(412)  481-0847  (FAX) 

Prescription  Parents 

PO  Box  161 

WestRoxbury,  MA  02132 
(617)  527-0878 

Cockayne  Syndrome 

See  also:  Progeria 

Share  and  Care 

1294SSt 

North  Valley  Stream,  NY  1 1580 
(516)825-2284 

Coffin-Lowry  Syndrome 

Coffin-Lowry  Syndrome 
Foundation 

PO  Box  10033 

Bainbridge  Island,  WA  981 10 
(206)842-1523 
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Cooley's  Anemia 

The  AHEPA  Cooley's  Anemia 
Foundation 

1909  est,  NW 
Washington,  DC  20009 
(202)  232-6300 

(202)  232-2140  (FAX) 

Cooley's  Anemia  Foundation 

105  E  22nd  St,  Ste  911 
NewYori<,  NY  10010 
(800)  221-3571 
(212)598-0911 
(212)  598-4892  (FAX) 

Corneiia  de  Lange 
Syndrome 

Cornelia  de  Lange  Syndrome 
Foundation 

60  Dyer  Ave 

Collinsville.CT  06022-1 273 
(800)  223-8355 
(800)  753-2357 

(203)  693-0159 
(203)  693-681 9  (FAX) 

Craniofacial  Disorders 

AboutFace 

99  Crowns  Ln,  3rd  Floor 
Toronto,  ON 
Canada  M5R  3P4 
(800)  225-3223 
(416)944-3223 
(416)  944  2488  (FAX) 

AboutFace  USA 

PO  Box  737 
Warrington,  PA  18976 
(800)  225-3223 
(215)491-0603  (FAX) 

Children's  Craniofacial 
Association 

10210  N  Central  Expressway 
Ste  230,  LB37 
Dallas,  TX  75231 
(800)  535-3643 
(214)368-3590 
(214)368-3599  (FAX) 

FACES— National  Association 
for  the  Craniofacially 
Handicapped 

PO  Box  11082 
Chattanooga,  TN  37401 
(800)  332-2373 
(615)  267-3124  (FAX) 

Let's  Face  It 

PO  Box  711 
Concord,  MA  01742 
(508)  371 -'Jl  86 

National  Foundation 
for  Fac'al  Reconstruction 

317E'j4thSt,  Rm  901 
New  York,  NY  10016 
(800)  422-3223 
(212)  263-6656 
(212|2|3-7534(FAX) 


Cri  Du  Chat  Syndrome 

The  5p-  Society 

11609  Oakmont 
Overland  Park,  KS  10018 
(913)469-8900 

Crohn's  Disease  & 
Ulcerative  Colitis 

Crohn's  &  Colitis  Foundation 
of  America 

386  Park  Ave  S,  17th  Floor 
New  York,  NY  10016-8804 
(800)  343-3637 
(212)  779-4098  (FAX) 

Crouzon's  Disease 

See  also:  Craniofacial  Disorders 

Crouzon's/Meniere's 
Support  Network 

c/o  Kathleen  Handsaker 
PO  Box  12791 
Prescott,  AZ  86304-2791 
(602)  445-1743 

Cyclic  Vomiting 
Syndrome 

Cyclic  Vomiting  Syndrome 
Association 

13180  Caroline  Ct 
Elm  Grove,  Wl  53122 
(414)784-6842 
(414)  821-5494  (FAX) 

Cystic  Fibrosis 

Cystic  Fibrosis  Foundation 

6931  Arlington  Rd 
Bethesda,  MD  20814 
(800)  344-4823 
(301)951-4422 
(301)  951-6378  (FAX) 

Cystinosls 

See  also:  Kidney  Disorders 

Cystinosls  Foundation 

1212  Broadway,  Ste  830 
Oakland,  CA  9461 2 
(800)  392-8458 

Cytochrome  C  Oxidase 
Deficiency 

Cytochrome  C  Oxidase 
Deficiency  Parental  Research 
and  Surpcrt  Foundation 

1935  Park  View  PI 
Aliquippa,  PA  15001 
(412)  375-6193 


Deaf-Blind 

See  also:  Hearing  Impairments, 
Visual  Impairments 

DB-LINK:  National  Information 
Clearinghouse  on  Children  Who 
are  Deaf-Blind 

345  N  Monmouth  Ave 
Monmouth,  OR  97361 
(800)  438-9376 
(800)  854-701 3  (TDD) 

Helen  Keller  National  Center  for 
Deaf-Blind  Youths  and  Adults 

111  Middle  Neck  Rd 
Sands  Point,  NY  11050 
(516)944-8900 
(516)944-8637  (TDD) 

Dermatomyosltis 

See:  Polymyositis  & 
Dermatomyosltis 

Diabetes  Insipidus 

Diabetes  Insipidus  and  Related 
Disorders  Network 

c/o  Beth  Perry 
Rt  2,  Box  198 
Creston,  lA  50801 
(515)  782-7838 

Diabetes  Mellitus 

American  Diabetes  Association 

National  Service  Center 
1660  Duke  St 
Alexandria,  VA  22314 
(800)  232-2472 
(703)549-1500 
(703)  683-2890  (FAX) 

Canadian  Diabetes  Association 

15  Toronto  St,  Ste  1001 
Toronto,  ON 
Canada  M5C  2E3 
(416)363-3373 
(416)  363-3393  (FAX) 

Juvenile  Diabetes  Foundation 
International 

43?  Park  Ave  S,  16th  Floor 
NewYork,  NY  10016 
(800)  533-2873 
(212)  889-7575 
(212)532-8791  (FAX) 

DiGeorge  Syndrome 

Information  and  Support  for 
DiGeorge  Syndrome  Families 

c/o  Natalie  Ward 
27859  Lassen  St 
Castair,  CA  91384 
(805)  294-3623 
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Down  Syndrome 

Association  for  Children 
with  Down  Syndrome 

2616  Martin  Ave 
Bellmore,  NY  11710 
(516)221-4700 
(516)221-4311  (FAX) 

Canadian  Down  Syndrome 
Society 

12837  76th  Ave,  Ste  206 
Surrey,  BC 
Canada  V3W  2V3 
(604)  599-6009 
(604)  599-6165  (FAX) 

International  Foundation 
for  Genetic  Research 

400  Penn  Center  Blvd,  Ste  721 
Pittsburgh,  PA  15235 
(412)  823-6380 
(412)  829-7304  (FAX) 

National  Down  Syndrome 
Congress 

1605  ChantillyDr,  Ste  250 
Atlanta,  GA  30324 
(800)  232-6372 
(404)  633-1555 
(404)  633-2817  (FAX) 

National  Down  Syndromo 
Society 

666  Broadway.  Ste  810 
NewYorl<,  NY  10012 
(800)221-4602 
(212)  460-9330 
(212)  979-2873  (FAX) 

Parent  Assistance  Committee 
on  Down  Syndrome 

208  Lafayette  Ave 
Peel<s"<ill,  NY  10566 
(914)  739-4085 

Dubowitz  Syndrome 

Dubowitz  Syndrome 
Parent  Support  Networl( 

c/o  JoAnn  Wehrhan 
41  ON  Cornwall  Ave 
Ventnor,  NJ  08406 
(609)  823-1206 

Dwarfism 

See  also:  Growth  Disorders,  Short 
Stature 

Bitiy  Barty  Foundation 

929  W  Olive  Ave,  Ste  C 
Burbanl<,  CA  91506 
(818)953-5410 
(818)  953-7129  (FAX) 

Dysautonomia 

Dysautonomia  Foundation 

20  E  46th  St,  Rm  302 
NewYorl<,  NY  10017 
(212)  949-6644 
(212)  682-7625  (FAX) 
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Dyslexia 

See  also:  Learning  Disabilities 

Dyslexia  Research  Institute 

4745  Centerville  Rd 
Tallahassee,  FL  32308 
(904)  893-2216 
(904)  393-2440  (FAX) 

The  Orton  Dyslexia  Society 

Chester  BIdg,  Ste  382 
8600  La  Salle  Rd 
Baltimore,  MD  21286-2044 
(800)222-3123 
(410)296-0232 
(410)321-5069  (FAX) 

Dystonia 

Dystonia  Medical  Research 
Foundation 

One  E  Wacker  Dr,  Ste  2900 
Chicago,  IL  60601 -2001 
(312)  755-0198 

(312)  321-571u(FAX) 

Dystroptlic 

Epidermolysis  Bullosa 

Dystrophic  Epidermolysis 
Bullosa  Research  Association 

141  Fifth  Ave,  Ste  7-S 
New  York,  NY  10010 
(212)  995-2220 

Ectodermal  Dysplasia 

National  Foundation  for 
Ectodermal  Dysplasia 

219  E  Main,  PO  Box  114 
Mascojtah,  IL  62258-01 14 
(618)  566-2020 
(618)  566-4718  (FAX) 

Ehlers-Danlos  Syndrome 

Ehlers-Danlos  National 
Foundation 

P.O  Box  1212 
Southgate,  Ml  48195 

(313)  282-0180 
(313)  282-2793  (FAX) 

Epilepsy 

See  also:  Seizure  Disorders 

American  Epilepsy  Society 

638  Prospect  Ave 
Hartford,  CT  06105 
(203)  232-4825 
(203)  232-0819  (FAX) 

Epilepsy  Foundation  of  America 

4351  Garden  City  Dr 
Landover,  MD  20785-2267 
(800)  332-1000 
(800)  332-2070  (JDD) 
(301)  459-3700 
(301)  577-4941  (FAX) 


Evans  Syndrome 

Evans  Syndrome  Support 
and  Research  Group 

5630  Devon  St 
Port  Orange,  FL  32127 
(904)  760-3031 
(904)  761 -6008  (FAX) 

Extracorporeal 
Membrane  Oxygenation 

ECMO  IMoms  and  Dads 
International  Parent  Support 

PO  Box  53848 
Lubbock,  TX  79453 
(806)  794-0259 

Fanconi  Anemia 

See;  Anemia,  Fanconi 

Fetal  Alcohol  Syndrome 

FAS  Adolescent  Task  Force 

PO  Box  2525 
Lynnwood,  WA  98036 
(206)  778-4048 

FAS  Diagnostic  Clinic 

4800  Sand  Point  Way  NE 
PO  Box  C5371 
Seattle,  WA  98105 
(206)  528-2660 
(206)  527-3999  (FAX) 

National  Organization  on 
Fetal  Alcohol  Syndrome 

1815  H  St  NW,  Ste  710 
Washington,  DC  20006 
(800)  666-6327 
(202)  466-6456  (FAX) 

Fibrodysplasis 
Ossificans  Progressiva 
(FOP) 

International  Fibrodysplasis 
Ossificans  Progressiva 
Association 

910  N  Jericho  Dr 
Cabselberry,  FL  32707 
(407)365-4194  (Voice/FAX) 

Fibular  Hemimelia 

Superkids  Newsletter 

60  Clyde  St 
Newton,  MA  02 160 

Fragile  X  Syndrome 

National  Fragile  X  Foundation 

1441  York  St,  Ste  215 
Denver,  CO  80206 
(800)  688-8765 
(303)333-6155 
(303)  333-4369  (FAX) 
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Freeman-Sheldon 
Syndrome 

Freeman-Sheldon 
Parent  Support  Group 

509  E  Northmont  Way 
Salt  Uke  City,  UT  84103 
(801)364-7060 

Galactosemia 

Parents  of  Galactosemic 
Children 

20981  Solano  Way 
Boca  Raton,  FL  33433 
(407)  852-0266 

Gaucher  Disease 

See  also:  Neurometabolic 
Disorders 

National  Gaucher  Foundation 

19241  Montgomery  Village  Ave 
Ste  r  21 

Gaithersburg,  MD  20879 
(800)  925-8885 
(301)990-3800 
(301)990-4898  (FAX) 

Glaucoma 

Foundation  for  Glaucoma 
Research 

490  Post  St,  Ste  830 
San  Francisco,  CA  94102 
(415)986-3162 
(415)  986-3763  (FAX) 

Gluten  Intolerance 

See  also:  Celiac  Spme 

Gluten  Intolerance  Groups 
of  North  America 

PO  Box  23053 
Seattle,  WA  98102  0353 
(206)  325-6980 
(206)  850-2394  (FAX) 

Glycogen  Storage 
Disease 

Association  for  Glycogen 
Storage  Disease 

PO  Box  896 
Durant,  lA  52747 
(319)  785-6038 
(31 9)  785-6038  (FAX) 

Goldenhar  Syndrome 

Goldenhar  Syndrome  Research 
&  Information  Fund 

8829  Gieneagies  Ln 

Darien,  IL  60561 

(708)  910-3939  (Voice/FAX) 

Hemifacial  Microsomia/ 
Goldenhar  Syndrome 
Family  Support  Network 

84  Gleniffer  Hill  Rd 
Richboro,  PA  18954 
(215)364-3199 
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Granulomatous  Disease, 
Chronic 

See  a/so:  Wegener  Granulomatosis 

Chronic  Granulomatous  Disease 
Association 

c/o  Mary  Hurley 
2616IVlorriereyRd 
San  Marino,  CA91108 
(818)441-4118 

Group  B  Strep 

Group  B  Strep  Association 

PO  Box  16515 
Chapel  Hill,  NC  27516 
(919)  932-5344  (Volce/FAX) 

Growth  Disorders 

See  also:  Dwarfism,  Short  Stature 

Human  Growth  Foundation 

7777  Leesburg  Pike 
Falls  Church,  VA  22043 
(800)451-6434 
(703)  883-1773 
(703)883-1776  (FAX) 

Little  People's  Research  Fund 

80  Sister  Pierre  Dr 
Towson,MD  21204 
(800)  232-5773 
(410)494-0055 
(410)  494-0060  (FAX) 

The  MAGIC  Foundation  for 
Children's  Growth 

1327  N  Harlem  Ave 
Oak  Park,  IL  60302 
(800)  362-4423 
(708)  383-0808 
(708)  383-0899  (FAX) 

Hailerman-Streiff 
Syndrome 

Hailerman-Streiff  Support  Group 

1367  BeulahParkDr 
Lexington,  KY  40517 
(606)  273-6928 


Auditory-Verbal  International 

2121  Eisenhower  Ave 
Alexandria,  VA 
(215)253-6616 
(215)253-4434  (TDD) 
(215)  253-6709  (FAX) 

Better  Hearing  Institute 

PO  Box  1840 
Washington,  DC  20013 
(800)  327-9355  (Voice/TDD) 
(703)  750-9302  (FAX) 

Canadian  Hearing  Society 

271  Spadina  Rd 
Toronto,  ON 
Canada  M5R2V3 
(416)964-9595 
(416)964-0023  (TDD) 
(416)  964-2066  (FAX) 

Deaf-REACH 

3521  12th  St  NE 
Washington,  DC  20017 
(202)  832-S681 
(202)  832-8454  (FAX) 

Deafpride,  Inc 

1350  Potomac  Ave  SE 
Washington,  DC  20003 
(202)  675-6700  (Voice/TDD) 
(202)  547-0547  (FAX) 

The  EAR  Foundation 

2000  Church  St,  Box  111 
Nashville,  TN  37236 
(800)  545-4327  (Voice/TDD) 
(615)329-7807 

HEAR  Now 

9745  E  Hampden  Ave,  Ste  300 
Denver,  CO  80231-4923 
(800)  648-4327  (Voice/TDD) 
(303)  695-7789  (FAX) 

International  Hearing  Society 

20361  Middlebelt  Rd 
Livonia,  Ml  48152 
(800)521-5247 
(313)478-2610 
(313)  478-4520  (FAX) 


Head  injuries 

National  Head  Injury  Foundation 

1776  Massachusetts  Ave  NW,  Ste  100 
Washington,  DC  20036-1904 
(800)  444-6443  (helpline) 
(202)296-6443 
(202)  296-8850  (FAX) 

Hearing  Impairments 

Alexander  Graham  Bell 
Association  for  the  Deaf 

3417Volta  PINW 
Washington,  DC  20007-2778 
(202)  337-5220  (Voice/TDD) 

American  Society 
for  Deaf  Children 

814  Thayer  Ave 
Silver  Spring,  MD  20910 
^nn)  942-2732  (Voice/TDD) 


John  Tracy  Clinic 

806  W  Adams  Blvd 
Los  Angeles,  CA  90007 
(800)  522-4582  (Voice/TDD) 
(213)748-5481 
(213)747-2924  (TDD) 
(213)749-1651  (FAX) 

LISTEN 

POBox  27213 

Tempe,AZ  85285 

(602)  921-3886  (Voice/TDD) 

National  Association 
for  the  Deaf 

814  Thayer  Ave 

Silver  Spring,  MD  20910-4500 

(301)  587-1788 

(301)  587-1789  (TDD) 

(301)  587-1791  (FAX) 


National  Cued  Speech 
Association 

PO  Box  31345 
Raleigh,  NC  27622 
(919)  828-1218  (Voice/TDD) 
(919)  828-1862  (FAX) 

National  Information  Center 
on  Deafness 

Gallaudet  University 
800  Florida  Ave  NE 
Washington,  DC  20002-3695 
(202)  651-5051 
(202)  651-5052  (TDD) 
(202)  651-5054  (FAX) 

National  Research  Register  for 
Hereditary  Hearing  Loss 

Boys  Town  National  Research 

Hospital 

55  N  30th  St 

Omaha,  NE  68131 

(800)  835-1468  (Voice/TDD) 

(402)  498-6742  (Voice/TDD) 

(402)  498-6331  (FAX) 

Self-Helpfor 

Hard  of  Hearing  People 

7910  Woodmont  Ave,  Ste  1200 
Bethesda,  MD  20814 
(301)  657-2248 
(301)  657-2249  (TDD) 
(301)  913-9413  (F.AX) 

Signing  Exact  English  (SEE) 
Center  for  the  Advancement 
of  Deaf  Children 

POBox  1181 
Los  Alamitos,CA  90720 
(310)  430-1467  (Voice/TDD) 
(310)  795-6614  (FAX) 

Telecommunications 
for  the  Deaf 

8719Colesville  Rd,  Ste  300 
Silver  Spring,  MD  20910 
(301)  589-3786 
(301)  589-3006  (TDD) 
(301)  589-3797  (FAX) 

TRIPOD  Grapevine 

2901  N  Keystone  St 
Burbank,  CA91540 
(800)  352-8888  (Voice/TDD) 

VOICE  for  Hearing-Impaired 
Children 

124  Eglington  Ave  W,  Ste  420 

Toronto,  ON 

Canada  M4R  2G8 

(416)  487-7719  (Voice/TDD) 

(416)  487-7423  (FAX) 

Heart  Disorders 

American  Heart  Association 

7272  Greenville  Ave 
Dallas,  TX  75231-4596 
(800)  242-8721 
(214)  373-6300 
(214)706-1341  (FAX) 


Congenital  Heart  Anomalies- 
Support,  Education  & 
Resources 

2112NWilkins  Rd 
Swanton,  OH  43558 
(419)825-5575 

Hemophilia 

Canadian  Hemophilia  Society 

1450  City  Councillors,  Ste  840 
Montreal,  PQ 
Canada  H3A2E6 
(514)  848-0503 
(514)  848-9661  (FAX) 

National  Hemophilia  Foundation 

110  Greene  St,  Rm303 
New  York,  NY  10012 
(212)219-8180 
(212)  966-9247  (FAX) 

Hemorrhagic 

Telangiectasis, 

Hereditary 

HHT  Foundation  International 

PO  Box  8087 
New  Haven,  CT  06530 
(800)  448-6389 
(313)561-2537 
(313)  561-4585  (FAX) 

Hirschsprung  Disease 

See  also:  Intestinal  Pseudo- 
Obstruction  Syndrome 

American  Hirschsprung 
Disease  Association 

22\  Spruce  St 
Brattleboro,  VT  05301 
(802)  257-0603 

Histiocytosis 

Histiocytosis  Association 
of  America 

609  New  York  Rd 
Glassboro,  NJ  08028 
(800)  548-2758 
(609)881-4911 
(609)  589-6614  (FAX) 

Holoprosencephaly 

See  also:  Craniofacial  Disorders 

Holoprosencephaly— Fighters  of 
Defects  Support  Group 

3032  Brereton  St 
Pittsburgh,  PA  15219 
(412)687-6437 

Hunter  Syndrome 

See:  Mucopolysaccharidosis 

Hurler  Syndrome 

See:  Mucopolysaccharidosis 
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Hydrocephalus 

Guardians  of  Hydrocephalus 
Research  Foundation 

261 8  Ave  Z 
Brooklyn,  NY  11 235 
(718)743-4473 
(718)743-1171  (FAX) 

Hydrocephalus  Association 

870  Market  St,  Ste  955 
San  Francisco,  CA94102 
(415)  776-4713 

Hydrocephalus  Support  Group 

PO  Box  4236 

Chesterfield,  MO  63006-4236 
(314)532-8228 

National  Hydrocephalus 
Foundation 

4C0  N  Michigan  Ave,  Ste  1 102 
Chicago,  IL  60611-4102 
(815)467-6548 

Hyperoxaluria 

See;  Oxalosis  &  Hyperoxaluria 

Hypopigmentation 

See:  Albinism  &  Hypopigmentation 

ichthyosis 

Foundation  for  Ichthyosis  and 
Related  Skin  Types 

PO  Box  20921 
Raleigh,  NC  27619 
(800)  545-3286 
(919)782-5728 
(919)  781-0679  (FAX) 

Illness,  Chronic 

Parents  of  Chronically  III 
Children 

1527  Maryland  St 
Springfield,  IL  62702 
(217)522-6810 

Illness,  Terminal 

Children's  Hospice  International 

700  Princess  St,  LL 
Alexandria,  VA22314 
(800)  242-4453 
(703)  684-0330 
(703)  684-0226  (FAX) 

Immune  Disorders 

American  Autoimmune  Related 
Diseases  Association 

Michigan  National  Bank  Bldg 
15475  Gratiot  Ave 
Detroit,  Ml  48205 
(800)  598-4668 
(313)371-8600 


Incontinence 

Help  for  Incontinent  People 

PO  Box  S-.' 

Union,  SO  29379 

(800)  252-3337 

(803)  579-7900 

(803)  579-7902  (FAX) 

Simon  Foundation  for 
Incontinence 

PO  Box  815 
Wilmette,  IL  60091 
(800)  237-4666 
(708)  864-9758  (FAX) 

Intestinal  Pseudo- 
Obstruction  Syndrome 

See  also:  Hirschsprung  Disease 

American  Pseudo-Obstruction 
and  Hirschsprung  Disease 
Society 

PO  Box  772 
Medford,  MA  021 55 
(617)395-4255 
(617)  396-6868  (FAX) 

Intraventricular 
Hemorrhage 

I.V.H.  Parents 

PO  Box  56-11 11 
Miami,  FL  33256-1111 
(305)  232-0381 
Compuserve:  72167,6333 
(305)  232-9890  (FAX) 

Joubert  Syndrome 

Joubert  Syndrome 
Parents-ln-Touch  Network 

12348  Summer  Meadovi^  Rd 
Rock,  Ml  49880 
(906)  359-4707 

Kidney  Disorders 

American  Association 
of  Kidney  Patients 

111  S  Parker  St,  Ste  405 
Tampa,  FL  33606 
(800)  749-2257 
(813)251-0725 
(813)254-3270  (FAX) 

American  Kidney  Fund 

6110  Executive  Blvd,  Ste  1010 
Rockville,  MD  20852 
(800)  638-8299 
(301)881-0898  (FAX) 

National  Kidney  Foundation 

30  E  33rd  St,  11th  Fl 
NewYork,  NY  10016 
(800)622-9010 
(212)889-2210 
(212)689-9261  (FAX) 


Polycystic  Kidney  Research 
Foundation 

922  Walnut  St,  Ste  411 
Kansas  City,  MO  64106 
(800)  753-2873 
(816)421-1869 
(816)421-7208  (FAX) 

Klinefelter  Syndrome 

Klinefelter  Syndrome 
and  Associates 

PO  Box  119 

Roseville,CA  95661-01 19 

Klinefelter's  Syndrome 
Association  of  America 

PO  Box  93 

Pine  River,  Wl  54965 

Klippel-Trenaunay 
Syndrome 

Klippel-Trenaunay 
Support  Group 

c/o  Judy  Vessey 
461CWooddaleAve 
Edina,  MN  55424 
(612)  925-2596 
(612)333-8685  (FAX) 

Lactic-Acidosis 

Lactic-Acidosis  Support  Group 

PO  Box  480282 
Denver,  CO  80248-0282 
(303)  287-4953 

Landau-Kleffner 
Syndrome 

See  also:  Aphasia,  Epilepsy 

CANDLE  Support  Group 

4414  McCampbell  Dr 
Montgomery,  AL  36106 
(205)  271 -3947  (Voice/FAX) 

Laurence-Moon-Bardet- 
Biedl  Syndrome 

See  also:  Retinitis  Pigmentosa 

Laurence-Moon-Bardet-Biedl 
Syndrome  Network 

18Strawl)eny  Hill 
Windsor,  CT  06095 
(203)  688-7880 

Learning  Disabilities 

See  also:  Dyslexia 

Learning  Disabilities 
Association  of  America 

4156  Library  Rd 
Pittsburgh,  PA  15234 
(412)341-1515 
(412)  344-0224  (FAX) 
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Learning  Disabilities 
Association  of  Canada 

323  Chapel  St,  Ste  200 
Ottavi^a,  ON 
Canada  KIN  7Z2 
(613)  238-5721 
(613)235-5391  (FAX) 

National  Center 

for  Learning  Disabilities 

381  Park  Ave  S,  Ste  1420 
NewYori<,  NY  10016 
(212)545-7510 
(212)545-9665  (FAX) 

Leigh's  Disease 

See  also:  Neurometabolic 
Disorders 

National  Leigh's  Disease 
Foundation 

613ChlldsSt,  PO  Box  2222 
Corinth,  MS  38834 
(601)287-8069 
(601)286-2551  (FAX) 

Leprosy 

American  Leprosy  Missions 

1  ALM  Way 
Greenville,  SO  r9601 
(800)543-3131 
(803)271-7040 
(803)271-7062  (FAX) 

Leukemia 

Leukemia  Society  of  America 

600  Third  Ave,  4th  Fl 
NewYork,  NY  10016 
(212)573-8484 
(212)856-9686  (FAX) 

Leukodystrophy 

See  also:  Neurometabolic 
Disorders 

United  Leukodystrophy 
Foundation 

2304  Highland  Dr 
Sycamore,  IL  60178 
(800)  728-5483 
(815)895-3211 
(815)895-2432  (FAX) 

Limb  Disorders 

See  also:  Amputation 

Cherub  Association  of  Families 
and  Friends  of  Children  with 
Limb  Disorders 

936  Delaware  Ave 
Buffalo,  NY  14209 
(716)  762-9997 

Lissencephaly 

Lissencephaly  Network 

716  Autumn  Ridge  Ln 
Fort  Wayne,  IN  46804 
(219)432-4310 
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Liver  Disorders 

American  Liver  Foundation 

1425  Pompton  Ave 
Cedar  Grove,  NJ  07009 
(800)223-0179 
(201)256-2550 
(201)  256-3214  (FAX) 

Lowe  Syndrome 

Lowe  Syndrome  Association 

222  Lincoln  St 
West  Lafayette,  IN  47906 
(317)  743-3634 

Lung  Diseases 

American  Lung  Association 

1740  Broadway 
New  York,  NY  10019 
(800)  586-4872 
(212)  315-8700 
(212)  265-5642  (FAX) 

Lupus  Erythematosis 

The  American  Lupus  Society 

3914DelAmo  Blvd,Ste  922 
Ton-ance,  CA  90503 
(800^  331 -1802  (info  line) 
(310)542-8891 

Lupus  Foundation  of  America 

4  Research  PI,  3te180 
Rockville,  MD  20850-3226 
(800)558-0121 
(800)  558-0231  (Spanish) 
(301)  670-9292 
(301)670-9436  (FAX) 

SLE  Foundation 

149  Madison  Ave,  Ste  608 
New  York,  NY  10016 
(212)  685-4118 
(212)  545-1843  (FAX) 

Lyme  Disease 

Lyme  Disease  Foundation 

1  Financial  Plaza 
Gold  Bldg,  18th  Floor 
Hartford,  CT  06103-2610 
(800)  886-5953  (info  line) 
(k03)  525-2000 
(203)  525-8425  (FAX) 

IViacular  Diseases 

See  also:  Stargardt  Disease,  Visual 
Impairments 

Association  for  Macular 
Diseases 

210  E  64th  St 
New  York,  NY  10021 
(212)605-3719 
(212)605-3795  (FAX) 


IVIalignant  Hyperthermia 

Malignant  Hyperthermia 
Association  of  United  States 

PO  Box  191 

Westport,CT06881-0191 
(203)  847-0407 
(203)  840-1772  (FAX) 

Maple  Syrup  Urine 
Disease 

See  also:  Neurometabolic 
Disorders 

Families  with  Maple  Syrup 
Urine  Disease 

Rt  2,  Box  24-A 
FleiTiingsburg,  KY  41041 
(606)  849-4679 

IVIarfan  Syndrome 

National  Marfan  Foundation 

382  Main  St 

Port  Washington,  NY  11 050 
(800)  862-7326 
(516)883-8712 
(516)  883-8712  (FAX) 

Maroteaux-Lamy 
Syndrome 

See:  Mucopolysaccharidosis 

IVIcCune-Albright 
Syndrome 

See  also:  Growth  Disorders 

McCune-Albright  Syndrome 
Division  of  the  MAGIC 
Foundation 

3167  Greensburg  Rd 
N  Canton,  OH  44720 
(216)  896-4455 

IVIedium-Chain  Acyl-CoA 
Dehydrogenase 
Deficiency  (IVICAD) 

Support  Group  for  Medium- 
Chain  Acyl-CoA  Dehydrogenase 
Deficiency 

805  Montrose  Dr 
Greensboro,  NC  27410 
(910)547-0196 

IVIental  Illness 

Federation  of  Families  for 
Children's  Mental  Health 

1021  Prince  St 
Alexandria,  VA  22314-2971 
(703)684-7710 
(703)  684-5968  (FAX) 

National  Mental  Health 
Association 

1021  Prince  St 
Alexandria,  VA  2231 4-2971 
(800)  969-6642 
(703)  684-7722 
(703)  684-5968  (FAX) 


ERIC 

iaa4  January 


IVIental  Retardation 

Canadian  Association  for 
Community  Living 

4700  Keele  St 
Kinsman  Bldg 
rjorth  York,  ON 
Canada  M3J  1P3 
(416)661-9611 
(416)  661-2023  (TDD) 
(416)661-5701  (FAX) 

The  ARC 

500  E  Border  St,  Ste  300 
PO  Box  1047 
Arlington,  TX  76010 
(800)  433-5255 
(817)261-6003 
(817)  277-0553  (TDD) 
(817)277-3491  (FAX) 

Mental  Retardation/ 
Mental  Illness 

National  Organization  of  the 
Dually  Diagnosed 

110  Prince  St 
Kingston,  NY  12401 
(800)331-5362 
(914)331-4336 
(914)  331-4569  (FAX) 

Miller  Syndrome 

See;  Nager  and  Miller  Syndromes 

Mitochondrial  Disorders 

Mitochondrial  Disorders 
Education  and  Support 
Exchange 

1935  Park  View  PI 
Aliquippa,  PA  15001 
(412)  375-6193 

Moebius  Syndrome 

Moebius  Syndrome  Support 
Group 

39521  Rowen  Ct 
Palmdale,  CA  93551 
(805)  267-2570 

Morquio  Syndrome 

See;  Mucopolysaccharidosis 

Moyamoya  Disease 

See  also:  Vascular  Malformations 

Families  with  Moyamoya 
Network 

c/o  Dawn  Gruettner 
4900  McGowan  St  SE 
Cedar  Rapids,  lA  52403 
(319)362-8315 

Mucolipidosis  Type  IV 

ML  4  Foundation 

6  Concord  Dr 
Monsey,  NY  10952 
(914)425-0639 
(914)425-4205 


Mucopolysaccharidosis 

See  also:  Neurometabolic 
Disorders 

National 

Mucopolysaccharidosis  Society 

17  KraemerSt 
Hicksville,  NY  11801 
(516)931-6338 
(516)822-2041  (FAX) 

Multiple  Sclerosis 

National  Multiple  Sclerosis 
Society 

733  3rd  Ave,  6th  Fl 
New  York,  NY  1001 7 
(800)  532-7667 
(212)  986-3240 

Muscular  Dystrophy 

Facio-Scapulo-Humeral  Society 

3  Westwood  Rd 
Lexington,  MA  021 73 
(617)860-0501 

Muscular  Dystrophy  Association 

3300  E  Sunrise  Dr 
Tuscon,AZ  85718-3208 
(602)  529-2000 
(602)  529-5300  (FAX) 

Myelin  Disorders 

Myelin  Messenger  Newsletter 

c/o  Ruth  Anderson 
HC-29,  Box  686 
Stable  Ln 

Prescott,AZ  86301-7435 
(602)  776-7556 

The  Myelin  Project 

1747  Pennsylvania  Ave  NW,  Ste  950 
Washington,  DC  20006 
(800)  869-3546 
(202)  452-8994 
(202)  785-9578 

Myeloproliferative 
Disease 

MPD  Research  Center 

2220  Tiemann  Ave 
Baychester,  NY  10469 
(800)  435-7673 
(718)231-0230 
(718)881-1905  (FAX) 

Myoclonus 

Myoclonus  Families  United 

1 564  E  34th  St 
Brooklyn,  NY  11234 
(718)252-2133 

Myositis  Ossificans 

See;  Fibrodysplasis  Ossificans 
Progressiva  (FOP) 
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N-Acetyl  Giutamate 
Synthetase  (NAGS) 
Deficiency 

See;  Urea  Cycle  Disorders 

Nager  and  Miller 
Syndromes 

See  also:  Craniofacial  Disorders 

Nager  and  Miller  Syndromes 
Support 

333  Country  Ln 
Glenview,  IL  60025 
(708)  729-0701 
(708)  724-6449  (Voice/FAX) 
(219)289-5611  (In  Indiana) 

Neonatal 

Illness/Prematurity 

Parent  Care 

9041  Colgate  St 
Indianapolis,  IN  46268-1210 
(317)  872-9913  (Voice/FAX) 

Neurofibromatosis 

See  also:  Acoustic  Neuroma 

National  Neurofibromatosis 
Foundation 

141  Fifth  Ave,  Ste  7-S 
New  York,  NY  10010-7105 
(8C0)  323-7938  (Voice/TDD) 
(212)  460-8980 
(212)  529-6094  (FAX)  • 

Neurofibromatosis,  Inc. 

8855  Annapolis,  Ste  110 
Unham,  MD  20706-2924 
(800)  942-6825 
(410)  461-5213  (TDD) 
(301)  577-0016  (FAX) 

The  Neurofibromatosis  Institute 

5415  BrIggsAve 

La  Crescenta,CA  91214 

(818)957-3508 

Neurometabolic 
Disorders 

Association  of 
Neurometabolic  Disorders 

5223  Brookfield  Ln 
Sylvania,  OH  43560-1809 
(419)  885-1497 

Niemann-Picic  Disease 

See  also:  Neurometabolic 
Disorders 

National  Niemann-Pick  Disease 
Foundation 

22201  RIverpoint  Trail 
Carrollton,  VA23314 
(804)  357-6774 
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Noonan  Syndrome 

Noonan  Syndrome 
Support  Group 

c/o  Susan  Espinoza 
1278  Pine  Ave 
San  Jose,  CA  95125 
(408)723-5188 

Ollier's  Disease 

Ollier's  Disease  Self  Help  Group 

POBox  52616 
ShawAFB,  SC  20 '52-1 521 

Ornithine 

Transcarbamylase  (OTC) 
Deficiency 

See;  Urea  Cycle  Disorders 

Osteogenesis 
Imperfecta 

Osteogenesis  Imperfecta 
Foundation 

5005WUurelSt,Ste210 
Tampa.  FL  33607 
(813)282-1161 
(813)  287-8214  (FAX) 

Ostomy 

United  Ostomy  Association 

36  Executive  Pk,  Ste  120 
Irvine,  CA  92714-6744 
(800)  826-0826 
(714)  660-8624 
(714)  660-9262  (FAX) 

Oxalosis  &  Hyperoxaluria 

Oxalosis  &  Hyperoxaluria 
Foundation 

POBox  1632 

Kent,  WA  98035 

(800)  484-9698  (ext  5100) 

(206)631-0386 

Pachygyria 

See;  Lissenceptialy 

Pallister-Killian 
Syndrome 

Pallister-Killian 
Family  Support  Group 

4255  Fifth  Ave  SW 
Naples,  FL  33999 
(813)  455-0400 

Peutz-Jeghers 
Syndrome 

See;  Polyposis 

Phenylketonuria  (PKU) 

Children's  PKU  Network 

10515  Vista  Sorrento  Pkwy 
San  Diego,  CA92121 
(619)587-9421 
(619)  450-5034  (FAX) 


National  Phenylketonuria 
Foundation 

6301  Tejas  Dr 
Pasadena,  TX  77503 
(713)487-4802 

National  PKU  News 

c/o  Virginia  Schuett 

6869  Woodlawn  Ave  NE,  Ste  1 16 

Seattle,  WA  981 15 

(206)  525-8140  (Voice/FAX) 

Pigment  Disorders 

See;  Albinism  & 
Hypopigmentation,  Vitiligo 

Polumyositis  & 
Dermatomyositis 

National  Support  Group  for 
Polumyositis  &  Dermatomyositis 

PO  Box  890 

Cooperstown,  NY  13326 
(607)  547-5446 

Polyposis 

Familial  Polyposis  Registry 

Mount  Sinai  Hospital 

600  University  Ave,  Ste  1 157 

Toronto,  Ontario 

Canada  M5G  1X5 

(416)586-8334 

(416)  586-8644  (I-a::} 

Porphyria 

American  Porphyria  Foundation 

POBox  22712 
Houston,  TX  77227 
(713)266-9617 

Prader-Willi  Syndrome 

Prader-Willi  Syndrome 
Association 

2510  S  Brentwood  Blvd,  Ste  220 
St  Louis,  MO  63144 
(800)  926-4797 

Progeria 

International  Progeria  Registry 

c/o  W  Ted  Brown,  M.D.,  Ph.D. 
NY  State  Inst,  for  Basic  Research 
In  Developmental  Disabilities 
1050  Forest  Hill  Rd 
Staten  Island,  NY  10314 
(718)494-5363 
(718)494-1026  (FAX) 

Proteus  Syndrome 

Proteus  Syndrome  Association 

805  El  21  St  Ten- 
Kansas  City,  MO  64146 
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Pseudoxanthoma 
Elasticum  (PXE) 

National  Association  for 
Pseudoxanthoma  Elasticum 

1884Chen7St 
Denver,  CO  80220-1 146 
(303)321-6347 

Psoriasis 

National  Psoriasis  Foundation 

6600  SW  92nd,  Ste  300 
Portland,  OR  97223 
(503)  244-7404 
(503)  245-0626  (FAX) 

Purine  Metabolic 
Disorders 

Purine  24 

5424  Beech  Ave 
Bethesda,  MD  20814 
(301)530-0354 

Reflex  Sympathetic 
Dystrophy  Syndrome 

Reflex  Sympathetic  Dystrophy 
Association 

116HaddonAve,  SteD 
Haddonfleld,  NJ  08033 
(609)  795-8845 
(609)  795-8845  (FAX) 

Retinitis  Pigmentosa 

See  also:  Visual  Impairments 

Retinitis  Pigmentosa 
International  Society  for 
Degenerative  Eye  Diseases 

PO  Box  900 

Woodland  Hills,  CA  91365 
(800)  344-4877 
(818)992-0500 
(818)992-3265  (FAX) 

RP  Foundation 
Fighting  Blindness 

1401  Mt  Royal  Ave,  4th  Floor 
Baltimore,  MD  21217 
(800)  683-5555 
(410)225-9400 
(800)  683-5551  (TDD) 
(410)225-3936  (FAX) 

Retinoblastoma 

See  also:  Visual  Irtipairnents 

National  Retinoblastoma 
Parent  Group 

110  Allen  Rd 
Bow,  NH  03304 
(603)  224-4085 
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Rett  Syndrome 

International  Rett  Syndrome 
Association 

9121  Piscataway  Rd,  Ste  2B 
Clinton,  MD  20735 
(301)  856-3334 
(800)818-7388 
(301)  856-3336  (FAX) 

Rubella,  Congenital 

Rul)ella  Project 

Developmental  Disabilities  Ctr 
St  Luke's  Roosevelt  Hospital  Ctr 
428  W  59th  St 
NevifYork,  NY  10019 
(212)  523-6280 
(212)  523-7818  (TDD) 
(212)523-6241  (FAX) 

RSH  Syndrome 

See;  Smith-Lemli-Opitz  Syndrome 

Rubinstein-Taybi 
Syndrome 

Rubinstein-Taybi  Parent  Group 

c/o  Lorrie  Baxter 
PO  Box  146 

Smith  Center,  KS  66967 
(913)697-2984 

Russell-Silver  Syndrome 

See  also:  Growth  Disorders,  Short 
Stature 

Association  for  Children  with 
Russell-Silver  Syndrome 

22  Hoyt  St 
Madison,  NJ  07940 
(201)  377-4531 
(201)  822-2715  (FAX) 

Scheie  Syndrome 

See;  Mucopolysaccharidosis 

Scleroderma 

Scleroderma  Federation 

Peabody  Office  BIdg 
One  Nevifbury  St 
Peabodv,  MA  01960 
(508)  535-6600 
(508)  535-6696  (FAX) 

United  Scleroderma  Foundation 

PO  Box  399 

Watsonville,  CA  95077-0399 
(800)  722-4673 
(408)  728-2202 
(408)  728-3328  (FAX) 

Scoliosis 

National  Scoliosis  Foundation 

72  Mount  Auburn  St 
Watertovifn,  MA  02172 
(617)  926-0397 
(617)  ^•26-0398  (FAX) 
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Seizure  Disorders 

THRESHOLD— Intractable 
Seizure  Disorder  Support  Group 
&  Newsletter 

26  Stavola  Rd 

Middletovifn,  NJ  07748-3728 
(908)  957-0714 

Short  Stature 

See  also:  Dwarfism,  Growth 
Disorders 

Little  People  of  America 

PO  Box  9897 
Washington,  DC  20016 
(800)  243-9273  (info  line) 

Short  Stature  Foundation 

173fX)  Jamboree  Rd,  Ste  J 
Irvine,  CA  92714-5828 
(714)474-4554 
(800)  243-9273 
(714)  261-9035  (FAX) 

Sickle  Cell  Disease 

American  Sickle  Cell  Anemia 
Association 

10300  Carnegie  Ave 
Cleveland,  OH  44106 
(216)  229-8600 
(216)  229-4500  (FAX) 

National  Association 
for  Sickle  Cell  Disease 

3345  WilshireBlvd,Ste1106 
Los  Angeles,  CA  90010 
(800)421-8453 
(213)  736-5455 
(213)736-5211  (FAX) 

Triad  Sickle  Cell  Anemia 
Foundation 

1102  E  Market  St 
Greensboro,  NC  27420-0964 
(919)  274-1507 
(919)275-7984  (FAX) 

Sly  Syndrome 

See;  Mucopolysaccharidosis 

Smith-Lemli-Opitz 
Syndrome 

Smith-Lemli-Opitz  (RSH) 
Advocacy  &  Exchange 

222  Valley  Green  Dr 
Aston,  PA  19014 
(215)494-5287 

Smith-Magenis 
Syndrome 

Parents  &  Researchers 
Interested  in  Smith-Magenis 
Syndrome 

11875  Favifn  Ridge  Ln 
Reston,VA  22094 
(703)  709-0568 


Sotos  Syndrome 

Sotos  Syndrome  USA 
Support  Association 

937  Shandra  Dr 
Ballvifin,  MO  63021 
(314)256-0156 

Spina  Bifida 

Spina  Bifida  Association 
of  America 

4590  MacArthur  Blvd  NW,  #250 
Washington,  DC  20007-4226 
(800)621-3141 
(202)  944-3285 
(202)  944-3295  (FAX) 

Spina  Bifida  Association 
of  Canada 

220-388  Donald  St 

Winnipeg,  MB 

Canada  R3B  2J4 

(800)  565-9488  (Canada  only) 

(204)957-1784 

(204)  957-1794  (FAX) 

Spinal  Cord  Injuries 

American  Paralysis  Association 

500  Morris  Ave 
Springfield,  NJ  07081 
(800)  225-0292 
(201)  379-2690 
(201)912-9433  (FAX) 

American  Paralysis 
Spinal  Cord  Hotline 

2201  Argonne  Dr 
Baltimore,  MD  21218 
(800)  526-3456 
(410)  366-2325  (FAX) 

American  Spinal  Injury 
Association 

250  E  Superior  St,  Rm  619 
Chicago,  IL  60611 
(312)908-3425 
(312)  908-1819  (FAX) 

National  Spinal  Cord  Injury 
Association 

600  W  Cummings  Pk,  Ste  2000 

Wobum,  MA  01801 

(617)  935-2722 

(800)  962-9629  (hotline  only) 

(617)  932-8369  (FAX) 

Spinal  Muscular  Atrophy 

Families  of  SMA 

PO  Box  1465 

Highland  Park,  IL  60035-7465 
(800)  886-1762 
(708)  432-5551 
(708)  432-5551  (FAX) 


Stargardt  Disease 

See  also:  Macular  Diseases,  Visual 
Impairmerits 

Stargardt  International  and 
Juvenile  V  ocular  Dystrophies 

PO  Box  136 
West  Chicago,  IL  60186 
(708)  208-5017  (Voice/FAX) 

Sturge-Weber  Syndrome 

Sturge-Weber  Foundation 

PO  Box  460931 
Aurora,  CO  80046 
(800;  627-5482 
(303)  360-7290  (Voice/FAX) 


Stuttering 

National  Center  for  Stuttering 

200  E  33rd  St 
New  York,  NY  10016 
(800)221-2483 
(212)  532-1460 

National  Council  on  Stuttering 

PO  Box  8791 

Grand  Rapids,  Ml  49508  . 
(616)241-2372 

National  Stuttering  Project 

2151  Irving  St,  Ste  208 

San  Francisco,  CA  94122-1609 

(800)364-1677 

(415)566-5324 

(415)664-3721  (FAX) 

Stuttering  Foundation 
of  America 

PO  Box  11749 
Memphis,  TN  38111-0749 
(800)  992-9392 
(202)  363-3199 
(901)  452-3931  (FAX) 

Stuttering  Resource  Foundation 

123  Oxford  Rd 

Hew  Rochelle,  NY  10804 

(800)  232-4773 

(914)632-3925 

(J  14)  235-0615  (FAX) 

Sudden  Infant  Death 
Syndrome  (SIDS) 

See  also:  Bereavement  Support 

National  Sudden  Infant  Death 
Syndrome  Alliance 

10500  Little  Patuxent  Pkwy,  #420 
Columbia,  MD  21044-3505 
(800)221-7437 
(410)964-8000 
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Syringomyelia 

See  also:  Amold-Chiari  Syndrome 

American  Syringomyelia 
Alliance  Project 

PO  Box  1586 
Longview.TX  75606-1586 
(800)  272-7282 
(903)  236-7079 
(903)  757-7456  (FAX) 

Tay-Sachs  Disease 

See  also:  Neurometabolic 
Disorders 

National  Tay-Sachs  and  Allied 
Diseases  Association 

2001  Beacon  St,  Ste  204 
Brool<line,  MA  02146 
(617)277-4463 
(617)  277-0134  (FAX) 

Thalassemia 

See:  Cooley's  Anemia 

Thrombocytopenia- 
Absent  Radius  (TAR) 
Syndrome 

Tlirombocytopenia-Absent 
Radius  Syndrome  Association 

212  Sherwood  Dr,  RD  1 
Unwood,  N J  08221-9745 
(609)  927-0418 

Tourette  Syndrome 

Tourette  Syndrome  Association 

42-40  Bell  Blvd 
Bayside,  NY  11361-2861 
(800)237-0717 
(718)224-2999 
(718)  279-9596  (FAX) 

Treacher  Collins 
Syndrome 

Treaclier  Collins  Foundation 

PO  Box  683 
Norwich,  VT  05055 
(802)  649-3020 

Tuberous  Scleroses 

National  Tuberous  Sclerosis 
Association 

8000  Corporate  Dr,  Ste  120 
Landover,  MD  20785 
(800)  225-6872 
(301)  459-9888 
(301)459-0394  (FAX) 

Turner's  Syndrome 

Tlie  Tumer's  Syndrome  Society 

7777  Keele  St,  Fl  2 
Concord,  ON 
Canada  L4K  1Y7 
(416)660-7766 
(416)660-7450  (FAX) 

o 

.^.fijl*^  fcptifin:.!  I>;MVnl 


Turner's  Syndrome 
Society  of  tlie  US 

15500  Wayzata  Blvd,  #768-214 
12  0akCtr 
Wayzata,  MN  55391 
(612)  475-9944 
(612)  475-9949  (FAX) 

Urea  Cycle  Disorders 

National  Urea  Cycle  Disorders 
Foundation 

4559  Vauxhall  Rd 
Richmond,  VA  23234  - 
(908)851-2731 

Vascular  Malformations 

National  Vascular 
Malformations  Foundation 

8320  Nightingale 
Dearborn  Heights,  Ml  48127 
(313)274-1243 

Vestibular  Disorders 

See  also:  Balance  Disorders  & 
Dizziness 

Vestibular  Disorders 
Association 

PO  Box  4467 

Portland,  OR  97208-4467 

(800)  837-8428 

(503)  229-7705 

(503)  229-8064  (FAX) 

Visual  Impairments 

Sea  also:  Macular  Diseases, 
Retinitis  Pigmentosa, 
Retinoblastoma,  Stargardt  Disease 

American  Council  of  the  Blind 

115515thStNW,  Ste  720 
Washington,  DC  20005 
(800)  424-86G6 
(202)  467-5061 

American  Foundation 
for  the  Blind 

15  W  16th  St 
New  York,  NY  100 11 
(800)  232-5463 
(212)  620-2000 

American  Printing  House 
for  the  Blind 

1839  Frankfort  Ave,  PO  Box  6085 
Louisville,  KY  40206-0085 
(800)223-1839 
(502)  895-2405 
(502)  895-1509  (FAX) 

Blind  Children's  Fund 

8500  W  Capitol  Dr 
Milwaukee,  Wl  53222 
(414)464-3000 
(414)464-5693  (FAX) 


Canadian  National  Institute 
for  the  Blind 

1 929  Bayview  Ave 

Toronto,  ON 

Canada  M4G  3E8 

(416)480-7415 

(416)480-7414 

(41 6)  480-741 7  (TDD) 

(416)480-7699  (FAX) 

Council  of  Citizens  with  Low 
Vision  intematiorial 

5707  Brockton  Dr,  Ste  302 
Indianapolis,  IN  46220-5481 
(800)  733-2258 
(317)251-6588  (FAX) 

National  Alliance 
of  Blind  Students 

1 1 55  15th  St  NW,  Ste  720 
Washington,  DC  20005 
(800)  424-8666 
(202)  467-5081 

National  Association  for  Parents 
of  the  Visually  Impaired 

PO  Box  31 7 

Watertown,  MA  02272-0317 
(800)  562-6265 
(617)972-7441 
(617)972-7444 

National  Association 
for  Visually  Handicapped 

22  W  21st  St,  6th  Fl 
New  York,  NY  10010 
(212)  889-3141 
(202)  727-2931  (FAX) 

National  Federation  of  the  Blind 

1800  Johnson  St 
Baltimore,  MD  21230 
(410)659-9314 
(410)752-5011  (BBS) 
(410)685-5653  (FAX) 

National  Society 
to  Prevent  Blindness 

500  E  Remington  Rd 
Schaumburg,  IL  60173-4557 
(800)331-2020 
(708)  843-2020 
(708)  843-8458  (FAX) 

Recording  for  the  Blind 

20  Roszel  Rd 
Princeton,  NJ  08540 
(609)  452-0606 

VISION  Foundation 

818  Mt.  Auburn  St 
Watertown,  MA  02172 
(800)  852-3029  (in  MA) 
(617)926-4232 
(617)  926-1412  (FAX) 

Vitiligo 

National  Vitiligo  Foundation 

PO  Box  6337 
Tyler,  TX  7571 1 
(903)  534-2925 
(903)  534-8075  (FAX) 


Von  Hippel-Lindau 
Syndrome 

See  also:  Ataxia,  Balance 
Disorders  &  Dizziness 

Von  Hippel-Lindau  Syndrome 
Family  Alliance 

171  Clinton  Rd 
Brookline,  MA  02146 
(617)232-5946  (evenings) 
(617)  734-8233  (FAX) 

Von  Hippel-Lindau  Syndrome 
Foundation 

32  Beaverson  Blvd,  BIdg  2,  Ste  B 
Brick,  NJ  08723 
(908)  262-9708 
(908)  262-9709  (FAX) 

Wegener 
Granulomatosis 

See  also:  Granulomatous  Disease, 
CInronic 

Wegener  Granulomatosis 
Support  Group 

PO  Box  1518 

Platte  River  City,  MO  64079-1 518 
(800)  277-9474 

Williams  Syndrome 

Williams  Syndrome  Association 

PO  Box  297 

Clawson,  Ml  48017-0297 
(313)541-3630 
(313)541-3631  (FAX) 

Wilson's  Disease 

Wilson's  Disease  Association 

PO  Box  75324 
Washington,  DC  20013 
(703)  636-3003  (Voice/TDD) 
(703)636-3014 

Wolr-Hirschhorn 
Syndrome  (4p-) 

4p-  Parent  Contact  Group 

do  Becky  &  Tom  Richardson 
3200  RIvanna  Ct 
Woodbridge,VA  22192 
(703)491-0309 

Wolf-Hirschhom  Syndrome  |4p-) 
Support  Group  and  Newsletter 

Virginia  Ct 
Amherst,  OH  44001 
(216)282-1460 

Xeroderma 
Pigmentosum 

Xeroderma  Pigmentosum 
Registry 

NiiV  Jersey  Medical  School 
Dept.  of  Pathology.  Rm  C-520 
Medical  Science  BIdg  185  S 
Orange  Ave 

Newark,  NJ  07103-2714 
(201)982-4405 
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FREE  SAMPLES 


Is  your 


safe 
on  the 
road? 


Save  up  to  60%  on  Disposable  Diapers 
And  We  Will  Deliver  Right  to  Your  Door 


To  order,  call  toll-free 

1-800-777-1111 

24  Hour  Service 
Ask  about  our  complete  catalog  including  Depend, 
Attends,  At  Ease,  Comfort  Dry,  Ultra  Shield,  Dri  Pride, 
Promise  and  No-Rinse  Products 

Woodbury  Products,  Inc. 

4410  Austin  Boulevard  -  Dept.  250 

Island  Park,  New  Yoric  1 1558    Circle  #86 


Markell  is  committed  to  the  best  in  therapeutic  foot 
products.  With  an  eye  to  the  future  we  have  created  a  true 
orthopedic  sneal<er  for  children. 
1  he  TM200  Series  has  the  following  features: 

•  Symetrical  straight  last. 

•  Added  depth  -  3/16"  (5mm)  deeper  than  our  conventional 
straight  last  shoes,  to  accommodate  orthotics,  AFO's  and 
internal  modifications. 

•  Extended  counters  firm  enough  to  provide  support  and  stability. 

•  Whole  and  half  sizes  from  Infants'  6  to  Youths'  2. 

•  Widths  -  a  choice  of  Medium  to  Widi  ' 

•  Removable  cushioned  insoles. 

Available  through  shoe  stores  and  orthotics  &  prosthetics 
facilities  worldwide. 

©  M.J.Markell  Shoe  Co.,  Inc. 
504  Saw  Mill  River  Rd.,  Yonkers,  NY  10702,  USA 

or  P.O.Box  246,  Yonkers,  NY  ,10702,  USA    Circle  #51 


I  ERIC  , 


The  Columbia  Car  Seat  is  your  answer 

Complete  head  and  body  support  you  can  adjust 
as  your  child  grows  ...  in  fact,  the  Columbia 
Car  Seat  has  passed  Federal  crash  tests 
for  a  child  from  20  to  102  lbs.,  up  to  5  ft.  tall! 


Use  as 
positioning 

s«at  in 
,  wheelchair 
or 
k stroller 


Exceeds  all  Federal 
safety  standards 
Approved  for  cars, 
busses,  airplanes 
Durable  good  looks, 
washable  fabric 
Versatile  -  use  as  a 
comfortable  support 
seat  anywhere 


Ask  for  our  FREE  Full  Color  Catalog 
of  convenient,  helpful  products 

It  includes  a  full 
line  of  Toilet  Supports 
so  you  can  choose  the 
exact  one  to  suit  your 
child.  They  mount  and 
dismount  easily  on  any 
toilet  anywhere. 

Conlad  us  for  your 
nearest  dealer 
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The  Vocal  Assistant  provides 
hand-held  basic  speech  at  a 
very  affordable  price. 

The  Vocal  Assistant  is  a  digital 
record  and  playback  communi- 
cation device.  Record  16  mes- 
sages (any  voice,  any  language) 
in  just  minutes.  Each  message 
is  available  for  playback  with 
the  touch  of  a  key. 

A  paper  overlay  slides  into  the 
water  resistant  keypad  so  you  can 
use  pictures  or  words  to  illustrate 
the  message  stored  in  each  key. 

Features 

•  16-message  keypad  with 
overlay  pocket 

•  Built-in  microphone  and 
speaker 

•  Lightweight  and  compact 

•  Automatically  conserves 
battery  power  between  uses 

•  Records  messages  in  any  order 

•  Remembers  messages 
during  battery  replacement 

•  Uses  a  standard  9  volt  alka- 
line or  rechargeable  battery 

gmr  labs 

1030  E.  El  Camino  Real  H308 
Sunnyvale,  CA  94087 

Phone  408  •  985  •  7200 
Fax  408  •  243  •  3731 


Circle  #34 


osing  AttessAble 


4.'Sev0  ffme  +  mm 


BARRIER-FREE  ACCESSHOWERS 
FOR  THE  WHOLE  FAMILY 


✓  Accesshower  kit  with  door  lo  replace 
inaccessible  bathtubs 

✓  Accesshower  system  with  door  for  the 
new  accessible  bathroom 

✓  FreeAccess  accordion-fcid  oi 
BeautyAccess  bi-Fold  barrier-Free 
showerdoor  kits  for  existing  showers 

✓  Anywhere,  Anytime  Accesshower  for 
portable  temporary  ujc  (AVAit  Mil>'94) 

✓  AdjustEase  and  ReclinEase  reclined 
shower/bath  chairs  for  infants, 
children,  teens  and  adults 

✓  RollEase  wheeled  upright  shower-toilet 
chairs  in  many  sizes  and  copacities 

✓  AccessAble  chairs  have  the  best  easy- 
roll,  no-rust  wheels  available  and  olso 
offer  many  optional  adoptive  features 

»!H'.'jj^w.tHj.Tj^t<iJ-M.iirjr» 

✓  SoioAccess  Ramp,  portable,  for  ]'-3" 
borriers,  20"l  x  30"W,  12  lbs 

✓  SHEose  wall-mounted  benches 

✓  SafEase  adiustable  grab  bars  in 
various  sizes  and  shapes 

✓  Accesspray  adaptive  hose  showers 
specially-mounted  on  sturdy  grab  bars 

✓  TempEose  anti-scald  shower  controls 

Circle  #9 


NoLrisk! 

■     NtW  Atjb  UHUStD  REOUIAR  ORDER  , 
•  PRODUCTS  MAY  SE  RETURNED  WIItllH 
30  DAYS  FOR  A  COUIilEOUS  RtfUND, 

CALL  TO  ORDER  FREE  INFORMATION!. 

1  800  285  2525 


ERIC 


Haverich  Ortho-Sport,  Inc. 

67  Emerald  Street 

Keene,  NH  03431  (603)  358-0438 


(ft 


Haver  Kh 


Europe's  leading  line  of  specialized 
bicycles,  tricycles  and  tandems 
now  available  in  North  America 
Steel  frame.  Duel  caliper,  drum 
and  coaster  brakes  available 
Parking  brakes  standard. 
Latest  styling  and  wide 
choice  of  colour 
combinations. 
More  than  30  specially 
designed  accessories  to 
meet  every  need. 


Circle  #36 
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Absolutely  No  Rinsing  Required 


Less  than  5  minutes  far  a  cleansing  shampoo 


No-Rinse  Body  Batk 

Less  than  W  minutes  for  a 
refreshing  bath 


'tsss: 


No  longer  is  bathing  an  ordeal 


Call,  write  or  FAX 
for  free  samples 


900  E.Franklin  St., 
0  CentervUle,  Ohio  45459 
1&  Toll  free  1-80O-22S-9348 
FAX  1-513-433-0779 

^       Skis*  IMS 

Shampoo  •  Body  Bath 

The  original  (iflutd,  non-rinsing  hair  and  body  cleansers 

Mmn*mmae/ornt$lkrtorlMUatt      Circle  #1 


^  or  telling  a  joke,  saving  "  I  love  you",  or  just  expressing  a  need. 
PALLS®  is  the  only  device  that  offers  three  nexible  programs  for  any 
level  of  communication. 

So  if  vou  know  someone  who  may  have  a  few  good  jokes  to  tell, 
give  us  a  call-you  d  be  surprised  at  what  we  can  do  with  the  delivery. 
(800)  227-0735  U.S.   (800)  263-8700  Canada 


ERIC 


mUlPhonhEar' 

Innarilivt  Commonl«(too  TfcWo^ifi 


Circle  #60 


Columbia  makes  bathtime  easier! 

.  Stable,  secure  Bath  Supports  adjust  easily 

to  suit  you  and  your  child;  fit  any  tub 
•  All  are  durable,  lightweight,  rustproof 
.  Versatile  -  use  indoors  or  outdoors  as  a  go- 
anywhere  support,  for  TV,  wading  pool,  beach 

How  much  support? 

.  The  Wrap-around  Support  (above)  lets  your 
child  play  in  the  water  while  seated  upright 

.  The  Reclining  Bath  Chair  (below)  gives  your 
child  full-length  head  and  trunk  support; 
the  angle  of  the  seat  is  easily  adjustable 


Ask  for  oar 
FREE  Color 
Catalog  of  many 
helpful  products. 
We'll  also  send 
the  name  of  your| 
nearest  dealer. 
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When  behavioral 
problems  obstruct 
rnedical  treatment 
call  Cumberland 


1-800-368-3472. 


At  Cumberland  Hospital,  we  care  for  the  diffi- 
cult-to-treat— children  and  adolescents  whose 
medical  treatment  is  being  hindered  by  behav- 
ioral problems.  And,  we've  developed  special- 
ized programs  to  treat  the  psychological  as  well 
as  the  medical  symptoms  created  by  injuries  or 
Illnesses  such  as  head  injury,  seizure  disorders, 
diabetes,  anorexia/bulimia,  colitis  and  asthma. 
^or  complete  information  about  Cumberland's 
extensive  treatment  programs  and  capabilities, 
call  toll-free  1-800-368-3472  .  Sometimes  your 
last  resort  can  be  the  best  solution. 


//    P;aj^eiit  Traini|ig  & 
Ii)tformation  Ce«rter$  / 


ALABAMA 

Special  Education  Action 
Coinmittee 

PO  Box  161274 
Mobile.  AL  36616-2274 
(800)  222-7322  (in  AL) 
(205)  478-1208  (Voice/TDD) 
(205)  473-7877  (FAX) 

ALASKA 

Alaska  PARENTS  Resource  Ctr 

540  International  Airport  Rd.  Ste  250 
Anchorage,  AK  99518 
(800)  478-7678  (in  AK) 
(907)  563-2246 
(907)  790-2248  (FAX) 

ARIZONA 

Pilot  Parent  Partnerships 

2150  E  Highland  Ave.  Ste  105 
Phoenix,  AZ  85016 
(602)  468-3001  (Voice/TDD) 
(G02)  468-3001  (FAX) 

ARKANSAS 

Arkansas  Disability  Coalition 

1 0002  West  Markham,  Ste  B7 
Little  Rock,  AR  72205 
(501)  221-1330  (Voice/TDD) 
(501)221-9067  (FAX) 

FOCUS 

2917  King  St.  SteC 
Jonesboro.  AR  72401 
(501)  935-2750 
(501)221-1330  (Voice/TDD) 
(501)931-1111  (FA;0 

CALIFORNIA 

Northern  Coalition  for  Parent 
Training  and  Information 

DREDF 
2212  6th  St 
Berkeley.  CA  94710 
(510)644-2555 
(510)  841 -8645  (FAX) 

Northern  Coalition  for  Parent 
Training  and  Information 

Exceptional  Parents  Unlimited 
4120  N  1st  St 
Fresno,  CA  93726 
(209)  229-2000 
(209)  229-2956  (FAX) 


Northern  Coalition  for  Parent 
Training  and  Information 

Matrix,  A  Parent  Network  and 

Resource  Center 

PO  Box  6541 

San  Rafael,  CA  94903 

(415)499-3877 

(415)507-9457  (FAX) 

Northern  Coalition  for  Parent 
Training  and  Information 

Parents  Helping  Parents 
535  Race  St,  Ste  140 
San  Jose,  CA95126 
(408)288-5010 
(408)  288-7493  (FAX) 

Parents  Helping  Parents 

1801  Vincente  St 

San  Francisco.  CA  941 16 

(415)5j4-0722 

(415)  ';81-1065  (FAX) 

Teai'  <  of  Advocates 
for  S|)ecial  Kids 

100  WCerritos  Ave 
Anaheim,  CA  92805-6546 
(714)  533-8275  (Voice/TDD) 
(714)  533-2533  (FAX) 

COLORADO 

PEAK  Parent  Center 

6055  Lehman  Dr,  Ste  101 
Colorado  Springs,  CO  80918 
(800)  284-0251 
(719)  531-9400 
(719)531-9403  (TDD) 
(719)  531-9452  (FAX) 

CONNECTICUT 

Connecticut  Parent 
Advocacy  Center 

5  Church  Ln 

PO  Box  579 

East  Lyme,  CT  06333 

(800)  445-2722  (in  CT) 

(203)  739-3089  (Voice/TDD) 

(203)  739-7460  (FAX) 

DELAWARE 

Parent  Information  Center 
of  Delaware 

700  Barksdale  Rd,  Ste  6 
Newark,  DE  19711 
(302)366-0152 
(302)  366-0178  (TDD) 
(302)  366-0276  (FAX) 


Parent  Training  and  Information 
Programs  (PTIs)  are  funded  by  the 
Division  of  Personnel  Preparation,  Office 
of  Sf)ecial  Education  Programs,  U.S. 
Department  of  Education.  Their  stated  mis- 
sion is  "to  provide  training  and  information 
to  parents  to  enable  (themi  to  participate 
more  effectively  with  professionals  in 
meeting  the  educational  needs  c^f  children 
with  disabilities." 

PTIs  can  help  parents  to: 

•  Understand  their  children's  specific 
need.s: 

•  Com.municate  more  effectively  with 
professionals; 

•  Participate  in  the  educational  planning 
process;  and 

•  Obtain  information  about  relevant 
programs,  services  and  resources. 


DISTRICT  OF 
COLUMBIA 

COPE 

PO  Box  90498 

Washington,  DC  20090-0498 
(202)  526-6814 
(202)832-2180  (FAX) 

FLORIDA 

Family  Network  on  Disabilities 

5510  Gray  St,  Ste  220 
Tampa,  FL  33609-3510 
(813)289-1122  (Voice/TDD) 
(813)  286-8614  (FAX) 

GEORGIA 

Parents  Educating  Parents 

Georgia  ARC 

1851  Ram  Runway,  Ste  104 
College  Park,  GA  30337 
(404)  761-2745  (Voice/TDD) 
(404)761-3150 
(404)761-2258  (FAX) 

HAWAII 

AWARE/Leaming  Disabilities 
Association  of  Hawaii 

200  N  Vineyard  Blvd,  Ste  310 
Honolulu.  HI  96817 
(808)  536-2280  (Voice,/TDD) 
(808)  537-6780  (FAX) 


ERIC 
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Parent  Training  &  Information  Centers 


iDAHO 

Idaho  Parents  Unlimited 

Parent  Education  Resource  Ctr 
4696  Overland  Rd,  Ste  478 
Boise,  ID  83705 
(800)  242-4785  (In  ID) 
(208)  342-5884  (Voice/TDD) 
(208)  342-1408  (FAX) 

ILLINOIS 

Designs  for  Change 

6  N  Michigan  Ave.  Ste  1600 
Chicago,  IL  60602 
(312)  857-9292 
(312)  857-1013  fTDD) 
(312)  857-9299  (FAX) 

Family  Resource  Center 
on  Disabilities 

20  E  Jackson  Blvd.  Rm  900 
Chicago,  IL  60604 
(800)  952-4199  (in  IL) 
(312)  939-3513 
(312)  939-3519  fTDD) 
(312)  939-7297  (FAX) 

INDIANA 

Indiana  Resource  Center  for 
Families  with  Special  Needs 

833  E  Northside  Blvd,  BIdg  1 ,  R 
South  Bend.  IN  46617 
(800)  332-4433  (in  IN) 
(219)234-7101 
(219)234-7279  (FAX) 

IOWA 

Iowa  Pilot  Parents 

33  N  12th  St 

PC  Box  1151 

Fort  Dodge,  lA  50501 

(800)  952-4777 

(515)576-5870  (Voice/TDD) 

(515)576-8209  (FAX) 

KANSAS 

Families  Together 

1023  SW  Gage  Blvd 
Topeka,  KS  66604 
(91 3)  273-6343  (Voice/TDD) 
(913)273-6385  (FAX) 

KENTUCKY 

Kentucky  Special  Parent 
involvement  Network 

2210  Goldsmith  Ln.  Ste  118 
Louisville,  KY  40218 
(502)  456-0923 
(502)  456-0893  (FAX) 

LOUISIANA 

Project  Prompt 

4323  Division  St.  Ste  110 
Metairie.  LA  70002 
(800)  766-7736 
-  v.^"  3-91 11 

5-0246  (FAX) 


MAINE 

Special-Needs  Parent 
Informa'don  Network 

PO  Box  .?067 

Augusta,  ME  04338-2067 

(800)  870-7746 

(207)  582-2504  (Voice/TDD) 

(207)  582-3638  (FAX) 

MARYLAND 

Parents  Place  of  Maryland 

7257  Parkway  Dr.  Ste  210 
Hanover,  MD  21076 
(410)  712-0900  (Voice/TDD) 
(410)712-0902  (FAX) 

MASSACHUSETTS 

Federation  for  Children 
with  Special  Needs 

95  Berkeley  St,  Ste  104 
Boston,  MA  021 16 
(800)331-0688  (in  MA) 
(617)482-2915 
(617)  695-2939  (FAX) 

MICHIGAN 

Citizens  Alliance  to  Uphold 
Special  Education 

313  S  Washington  Sq,  Ste  040 

Lansing,  Ml  48933 

(800)  221 -9105  (in  Ml) 

(51 7)  485-4084  (Voice /TDD) 

(517)465-4145  (FAX) 

Parents  are  Experts 

23077  Greenfield  Rd.  Ste  205 
Southfield.  Ml  48075 
(31 3)  557-5070  (Voice/TDD) 
(313)557-4456  (FAX) 

MINNESOTA 

PACER  Center 

4826  Chicago  Ave  S 
Minneapolis,  MN  55417 
(800)  537-2237  (parents.  In  MN) 
(612)  827-2966  (Voice/TDD) 
(612)827-3065  (FAX) 

MISSOURI 

Missouri  Parents  Act 

1722  SGIenstone,  Ste  125 
Springfield,  MO  64131 
(800)  743-7634  (in  MO) 
(417)  882-7434  (Voice/TDD) 
(417)  882-8413  (FAX) 

MPACT— Kansas  City  Office 

1115  E  65th  St 
Kansas  City,  MO  64131 
(816)333-6833 
(816)333-5685  fTDD) 
(816)333-2267  (FAX) 


MPACT— St  Louis  Office 

8631  Delmar.  Ste  300 
St  Louis,  MO  63124 
(800)995-3160 
(314)997-7622  (Volce/TDD) 
(314)  997-5518  (FAX) 

MONTANA 

Parents,  Let's  Unite  for  Kids 

EMC/Special  Education  Building 
1 500  N  30th  St 
Billings,  MT  59101-0298 
(406)  657-2055  (Voice/TDD) 
(406)  657  -2061  (FAX) 

NEBRASKA 

Nebraska  Parents  Center 

3610  Dodge  St,  Ste  102 

Omaha,  NE  68131 

(800)  284-8520  (voice/TDD  in  NE) 

(402)  346-0525 

(402)  346-5253  (FAX) 

NEVADA 

Nevada  Parent  Connection 

3380  S  Arvllle  Blvd.  Ste  J 
Las  Vegas,  NV  89102 
(800)  508-4464  (in  NV) 
(702)252-0259,  ext.  112  &  113 
(702)  252-8780  (FAX) 

NEW  HAMPSHIRE 

Parent  Information  Center 

151 A  Manchester  St 
PO  Box  1422 

Concord,  NH  03302-14226 
(800)  232-0986  (In  NH) 
(603)  224-6299 
(603)  224-7005  (volce/TDD) 
(603)  224-4365  (FAX) 

NEW  JERSEY 

statewide  Parent 
Advocacy  Network 

516  North  Ave  E 
Westfleld,  NJ  07090 
(908)  654-7726 
(908)  654-7880  (FAX) 

NEW  MEXICO 

EPICS  Project 

Parents  Reaching  Out 
1127  University  Blvd  NE 
Albuquerque.  NM  87102 
(800)  524-51 76  (in  NM) 
(505)  842-9045  (Voice/TDD) 
(505)842-1451  (FAX) 

EPICS  Project  SW 

Communication  Resources 
PO  Box  788 

412  Camino  Don  Tomas 
Bernalillo,  NM  87004 
(800)  765-7320 

(505)  867-3396  (Voice/TDD)  „ 
(505)  867-3398  (FAX)         J  ^ 


NEW  YORK 

Advocates  for  Children 
of  New  York 

24-18  Bridge  Plaza  S 
Long  Island  City,  NY  11101 
(718)729-8866  (Voice/TDD) 
(718)  729-8931  (FAX) 

Parent  Network  Center 

1443  Main  St 
Buffalo,  NY  14209 
(800)  724-7408  (in  NY) 
(716)885-1004 
(716)885-3527  fTDD) 
(71 6)  885-9597  (FAX) 

Resources  for  Children 
with  Special  Needs 

200  Park  Ave  S,  Ste  81 6 
New  York,  NY  10003 
(212)677-4650 
(212)  254-4070  (FAX) 

NORTH  CAROLINA 

Exceptional  Children's 
Assistance  Center 

POBox  16 
Davidson,  NC  28655 
(800)  962-681 7  (in  NC) 
(704)892-1321 

(704)  892-5028  (FAX,  call  first) 

Families  First  Coalition 

300  Enola  Rd 
Morganton,  NC  28655 
(800)  822-3477  (in  NC) 
(704)  433-2662 
(704)  438-6457  (FAX) 

NORTH  DAKOTA 

Pathfinder  Parent  Training 
and  Information  Center 

1600  Second  AveSW 
Minot,  ND  58701 
(800)  245-5840  (In  ND) 
(701)  852-9426 
(701)838-9324  (FAX) 

OHIO 

Child  Advocacy  Center 

1821  Summit  Rd,Ste  303 
Cincinnati,  OH  45237 
(800)821-2400  (In  OH) 
(513)  821-2400  (Voice,  TDD) 
(513)821-2442  (FAX) 

Ohio  Coalition  for  the  £:ducation 
of  Handicapped  Children 

933  High  St,  Ste106B 
Worthington,  OH  43085 
(614)431-1307  (Volce/TDD) 
(614)382-2399  (FAX) 
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Parent  Traming  St  Information  Centers 
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OKLAHOMA 

Parents  Reaching  Out 
in  Oklahoma  Project 

1917  S  Harvard  Ave 

Oklahoma  City,  OK  73128 

(800)759-4142 

(405)  681-9710  (Voice/TDD) 

(405)  685-4006  (FAX) 

OREGON 

Oregon  COPE  Project 

999  Locust  St,  NE 
Salem,  OR  97303 
(503)  373-7477  (Voica^DD) 
(503)  373-7477  (FAX,  call  first) 

PENNSYLVANIA 

Mentor  Parent  Program 

Rt257,  PO  Box  718 
Seneca,  PA  16346 
(800)447-1431  (in  PA) 
(814)676-8615 
(814)  676-8615  (FAX) 

Parent  Education  Network 

333  E  7th  Ave 
York,  PA  17404 

(800)  522-5817  (Voice/TDD  in  PA) 
(717)  845-9722  (Voice/TDD) 
(717)  848-3654  (FAX) 

Parents  Union 
for  Public  Schools 

311  S  Juniper  St,  Ste  602 
Philadelphia,  PA  19107 
(215)546-1166 
(215)731-1688  (FAX) 

PUERTO  RICO 

Asociacion  de  Padres  Por 
Bienestar  de  Nines  Impedidos 
de  PR 

POBox  21301 

Rio  Piedras,  PR  00928-1301 

(809)  763-4665 

(809)  765-0345 

(809)  765-0345  (FAX) 

RHODE  ISU^ND 

Rhode  Island  Parent 
Information  Network 

Independence  Sq 
500  Prospect  St 
Pavirtucket,  Rl  02860 
(800)  464-3399  (in  Rl) 
(401)  727-4144  (Voice) 
(401)  727-4151  (TDD) 
(401)  725-9960  (FAX) 

SOUTH  CAROLINA 

PRO-PARENTS 

2712  MiddleburgDr,S'ie  102 
Columbia,  SC  29204 
(800)  759-4776  (in  SC) 
(803)  779-3859  (Voice/TDD) 
252-4513  (FAX) 

ERIC 
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SOUTH  DAKOTA 

South  Dakota  Parent 
Connection 

PO  80x84813 
Sioux  Falls,  SD  57118-4813 
(800)  640-4553  (in  SD) 
(605)  335-8844  (Voice/TDD) 
(605)  335-8504  (FAX) 

TENNESSEE 

Support  and  Training  for 
Exceptional  Parents 

1805  Hayes  St,  Ste  100 
Nashville,  IN  37203 
(800)  280-7837 
(800)  848-0298  (TDD) 
(615)639-0125 
(615)636-8217  (FAX) 

TEXAS 

Partners  Resource  Network 

277  N  18th,  Ste  2 
Beaumont,  TX  77707-2?'J3 
(800)  866-4726 
(409)  838-2366 
(409)  838-2351  (FAX) 

Project  PODER 

2300  W  Commerce,  Ste  205 
San  Antonio,  TX  78207 
(800)  682-9747 
(210)222-2637 
(210)  222-2638  (FAX) 

Special  Kids 

POBox  61628 
Houston,  TX  77208-1628 
(713)643-9576 
(713)643-6291  (FAX) 

UTAH 

Utah  Parent  Center 

2290  E  4500  S,  Ste  110 
Salt  Lake  City,  Utah  841 17 

(800)  468-1 160  (in  UT) 

(801)  272-1051 

(801)  272-8907  (FAX) 

VERMONT 

Vermont  Parent 
Information  Center 

1  Mill  St 

Burlington,  VT  05401 
(800)  639-7170  (in  VT) 

(802)  658-5315 
(802)  658-5395  (FAX) 

VIRGINIA 

Parent  Education  Advocacy 
Training  Center 

228  S  Pitt  St,  Ste  300 

Alexandria,  VA  22314 

(800)  869-6782  (in  VA,  WV,  MD) 

(703)  836-2953 

(703)  836-3026  (TDD) 

(7^:4'836-5869  (FAX) 


PAVE/STOMP  Specialized 
Training  of  Military  Parents 

12208  Pacific  HwySW 
Tacoma,  WA  98499 
(206)588-1741  (Voice/TDD) 
(206)  984-7520  (FAX) 

Touchstones 

6721  51st  Ave  S 
Seattle,  WA  981 18 
(206)721-0867 
(206)  721-2422  (FAX) 

Washington  PAVE 

6316  S  12th  St 
Tacoma,  WA9B465 
(800)  572-7368 
(206)  545-2266  (Voice/TDD) 
(206)  566-8052  (FAX) 

WEST  VIRGINIA 

West  Virginia  Parent 
Training  &  Information  Center 

104  East  Main  St 

Colonial  Village,  Ste  3-B 

Clarksburg,  WV  26301 

(800)  281-1436  (Voice/TDD  in  WV) 

(304)  624-1436  (Voice/TDD) 

(304)  624-1438  (FAX) 


Parent  Education  Project 
of  Wisconsin 

2192  S  60th  St 
WestAllis,  Wl  53219 
(800)  231-8382  (in  Wl) 
(414)328-5520 

WYOMING 

Wyoming  PIC 

5  N  Lobban 
Buffalo,  WY  82834 
(800)  660-9742  (in  Wf) 
(307)  684-2277  (Voice/TDD) 
(307)  684-531 4  (FAX) 
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Ivxc'cptionul  Parent 


Models  Available  Now 

BIGFOOT 


provMes  freedom  and  indepen- 
dence. Fully  equipped  with 
electrons  controls,  these  play 
vehk^ies  provMe  an  enjoyable 
way  for  a  younc  chiki 
with  a  disability  to 
team  important 
davek)pmental 
skills. 


AH  five  models  offer  a  variety  of 

etectronk;  control  syste»;is  each  ^ ,     ^  a_ 

deslgnedtomoetthepartfcularneedsoftheyoungdriver.  Fbrmaxlmur,i 
saiety,  an  optional  mmoto  control  owenWe  swildi  eoabtes  a  parent  w 
other  aduK  to  supervtoe  vehfcte  operation.  Spedal  seatoifl  and  ofr«r 
safety  equipment  is  avaXabte.  Cars  operate  on  two  recharBeabie  8  t/ok 
batteriaa.  Call  us  for  additional  intocmatkm  and  orders. 

1  -800-950-51 85 

Innovatlva  Products,  830  S.  48th,  Grand  Forks,  ND  58?.01 
Circle  #42  fmnl$1en  Ogloot  X  4  Inc.  St  Lot*.  MO 


Our  Toilet  Supports  art 
so  adjustable  toddlers 
thru  adults  can  use  the 
same  one.  We  have  High 
Back  and  Low  Back 
versions.  Pommels,  urine 
deflectors,  foot  rests  and 
smaller  seats  for  young 
children  are  available. 


Our  NEW  Bath/Shower 
Chairs  are  the  most 
adjustable  ones  made.  We 
have  3  models  -  an 
Elevated,  a  Standard,  and 
a  Roll-In  Shower  chair. 
Each  model  has  6  sizes  to 
maximize  the  time  of  its 
use.  Your  child  and  you 


For  a  free  brochure  call  or  write: 

The  Adaptive  Design  Shop 


12847  Pt.  Pleasant  Drive 
Fairfax,  VA  22033 
703-631-1585 


Circle  #3 


LIVING  AND  LEARNING 
IN  THE  COMMUNITY 

With  its  unique  mcxlci,  Tlio  Evergreen  Center  h;is  ;i  histor\'  of  siicce.yifully 
triinsitioning  students  tn  less  intensive  comnmnity  settings. 

Evergreen  students  live  in  actual  community  settings  tra\  eling  to  and  trom 
schiHil  each  day  through  the  Blackstone  Valley  (MA)  countryside.  With 
trained  professionals,  they  learn  hasi';  skills  in  the  cla.ssRKim,  in  the 
community  and  in  their  residence. 

Students  receive  \iK"ational  training  and  experience  real  work  opportuni- 
ties. Students  are  supported  wiihhehavior  development  programs,  medical 
and  family  sen-ices,  and  physical,  speech,  or  occupational  therapy. 

Our  Students'  Challenges 

•  Autism  •  Hearing/Sight  Impairment 

•  Mental  Retardation  •  Severe  Maladaptive  Behavior 

•  Physical  Disahility 

Tlie  Evergreen  Center  is  a  licensed,  private,  non-profit  residential  schixil 
oftering  students  and  their  families  frotn  aero;  le  country-  and  abroad 
residential  programming  12  months  a  year.  Fo  •  e  int'ormation  call  or 
write  Rohert  F.  Littleton,  Jr.,  Executive  nirect(  . 


1*1  r 


EVERGREEN  CENTER 

345  Fortune  Blvd.,  Milford,  Ma.ssachusetts  01757 
1-508-478-5597 
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SPECIAL  PRODUCTS 
FOR  SPECIAL 
PEOPLE 


Special  Populatioj 


er|c 

"Hgi^if jj.ccptiuna  I  I'aix'.iit 


Over  4,000  Quality 
Therapeutic  and 
Recreation  Products 

•  Manipulatives/Positioning 

•  Living  Aids/Pide-Ons 

•  Balance  Equipment/Mats 

•  Aquatic  Aids/Sports 
Equipment 

•  Adapted  Furniture/ 
Toys/Games 

•PLUS...  a  special  section 
featuring  SNOEZELEN...  sensory  stimulation 
products  in  a  positivoj,  structured  environment 

Prompt  Dciivery!  Fully  Guaranteed! 
Lnw  Cost  Shippingl 

nAGHOUSE 

MC. 

150  No.  MacQuesten  Pkwy.,  Suite  95083  Mt.  Vernon.  NY  10550 

CALL  TOLL  FREE  ( 800)  793-7900 

FAX  TOLL  FREE  (800)  793-7922 

Circle  #29 


INTERIOR 
PLANNING  & 
DESIGN,  INC. 


Custom  designed  to  your  needs: 
Institutional,  Home, 
Office, 
Health  Care. 

Turnkey  operation,  including  furniture, 
U.S.A.  and  International. 

2  Annabclle  Lane 
Florham  Park,  NJ  07932 
(201)966-0220 
Fax  (201)966-6894 


Circle  #89 


31 


January  1994 


ERIC- 


The  best  wheelchair  lift 
you've  never  seen: 

MIRAGE 

For  Your 


en 
EuroVaif 


The  best  feature  on  our 
newest  wheelchair  lift  is 
invisible.  When  the  pat- 
ented Mirage  lift  is  not  in 
use,  it  stows  away  in  a 
hidden  protective  enclosure 
beneath  the  floor  of  your  EuroVan 

Mirage  is  easily  available  when  you  need  it,  letting  you 
raise,  lower,  stow  and  deploy  quietly  with  the  touch  of  a 
button.  Itsaluminum-and-steel  construction  provides 
strength  and  durability.  And  when  Mirage  is  out  of  sight, 


it's  out  of  mind, 
leaving  the  entire 
doorway  clear  and 
maximizing  your  floor  space. 

Convenience  like  this  is  hard  to  find. ..unless  you  know 
where  to  look.  Call  Ricon  at  1-800-322-2884  or  your 
VW"  dealer  for  more  information  on  the  Mirage  lift. 


Ricon  Corporation 
i'iiriOMimtaniu-Si. 
l'iia)inM,C.\<H:Wl 


■rd.(HIS)H<)*.>-7,")SS 


Ricon  Canada  Inc. 
ll7,")(l(H)iiiiililv(l.\V. 
I'iirri'li>n<l<;,(.>iu'lx'c 
(imadaiUtH  IWl 


■[(•I.(."iM)(')'J(")-()'J(i| 


RICON 


Innovation  in  Mobility 


Circle  #65 
^  


Ricon  U.K.  Ud. 
l."):Uk'Uiu'llSt. 
.\i(hviik,Maii(li(">li'i 
liiiU'dKiiindoiu 
MIL'  ,")BW 

TH.  ()(')!  'J71-:5TII 


Ricon  Scandinavia  AS 
Siaiiscwini  i!7 

N(iiwa\ 


id. '.'•J  1(')7(I<KI 
Fax  '12  KitXHH) 
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New!  ^  Attends/^ 
Ultra  Brief  VSampie! 


HDIS 


Aqua-Absorb  core  with 
gel-forming  polymer 
locks  wetness  inside  the 
brief!  Stay-Dry  liner 
keeps  moisture  away 
from  skin.  Skin  stays  dry 
and  comfortable! 

Get  a  Free  Sample  of  this  ultimate  brief! 
Simply  send  this  coupon  with  SI  for  postage 
&  handling  to  HDIS,  325  Paul  Ave., 
Ferguson,  MO,  63135.  Questions?  Call  1- 
800-538-1036.  Be  sure  to  indicate  the  size 
brief  you  need. 


 Youth  (35-75  lbs.) 

 Med.  (32-44-  hip/waist) 


.Small  (20-31" hipAvaist) 
.Lrg.  (45-58"  hip/waist) 


Name  

Address   

City,State,Zip 
Phone  (  


_)_ 
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Copyriaht  1993,  HPS. 


GLOBAL 
EXPORT 
MARKETING 
(GEM) 


Representing  Exceptional  Parent 
Internationally: 
Books, 
Magazines, 
Information  Equipment. 


2  Annabelle  Lane 
Florham  Park,  NJ  07932 
(201)966-0220 
Fax  (201)  966-6894 
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LIFE 

CAN 
STILL  BE 

THE 
JOURNEY 
OF 

DISCOVERY 
YOUR 
CHILD 
DESERVES 


IBRUND 

Circle  #8 


REGAL® 

TUKBB-OK.rOVK  WHBSL,  KWDSCOOTBK 

Choose  the  ride  that's  fit  for  you.  Regai 
is  available  in  seven  models,  t!\  ergo- 
nomically  designed  to  give  your  jour- 
n^s  freedom  of  choice  and  comfort. 


BACK-SAVEK^ 

KRAt  KXrBMlOK  WHBBLCHAIR  UFT 

Easy  to  use.  Nolifting.  Fully  automatic. 
Raises  and  stores  manual  wheelchairs 
with  the  turn  of  a  key  activated  switch. 
Only  1  of  14  different  Bruno  Lifts. 


CURB'SIDERP* 

SCOOTEK  «  WHSSUHAIK  UFT 

Unique  180-degreepowerroUtionlets 
you  pick  up  next  to  or  behind  your 
vdiicle.Ideu  for  use  in  vatu;  and  trucks 
with  liftgate  or  tailgate  rear  openings. 


ELECTRA-RIDE™ 

STAIKWAr  BLSVATOK  SYSTEM 

Low-cost,battcry-powcTed  stairway 
clevator.Necds  no  special  wiring.  Op- 
erates even  if  there  is  a  power  outage. 
To  give  your  journeys  peace  of  mim. 


•  MONO  MocnNocm  iivMa  mm.  inc  ih> 


ERIC 


cAii  1-800-882-8183  toll  free       or  1-414-567-4990  1-414-567-4341 

BRUNO  INDEPENDENT  LIVING  AIDS.  INC.  17*0  EXECUTIVE  DRIVE    PO  BOX  »4  OCONOMOWOC  WISCONSIN  83066 
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Parent  to  Parent 
Programs 


'3 


ALABAMA 

AIM  for  Infants 

Auburn  University 
1234  Haley  Ctr 
Auburn.  AL  36849 
(205)844-2109 

Cleft  LIp/Craniofaclal 
Outreach  Program 

4707  Chablis  Way 
Birmingham.  AL  35244 
(205)987-7913 

Parent  Network 

2046  Beitiine  Hwy.  Ste4 
Decatur,  AL  35601 
(205)355-6192 

Alabama  Deaf-Blind 
Multihanclicapped  Association 

PO  Box  480204 
Linden.  AL  36748 
(205)  295-8013 

Special  Id  Action  Committee 

PC  box  161724 
Mobile,  AL  36616-2274 
(205)478-1208 

ARIZONA 

Arizona  Pilot  Parents 

PO  Box  697 
Ganado.  AZ  86505 
(602)  755-341 1 

Sharing  Down  Syndrome 

East  Side  Parent  Support  Group 
425  E  Tremaine 
Gilbert.  AZ  85234 
(602)  926-8685 

Pilot  Parent  Partnership 

2746  Holiday  Dr 

Lake  Havasu  City,  AZ  86403 

(602)  855-1915 

Sharing  Down  Syndrome 

Parent  Support  Group 
3525  E  Garfield 
Phoenix,  AZ  85008 
(602)  275-1426 

Pilot  Parent  Partnerships 

2150  E  Highland.  Ste  105 
Phoenix.  AZ  8501 6 
(602)  468-3001 

Prescott  Chapter,  Arizona 
Pilot  Parents 

1 907  Cedarwood  Cir 
Prescott.  AZ  86301 
(602)  468-3001 


ERIC 


Graham  Cty  Pilot  Parent 
Partnership 

PO  Box  353 
Thatcher,  AZ  85552 
(602)  428-4731 

Pilot  Parents  of  Southern 
Arizona 

2600  N  Wyatt  Dr 
Tucson,  AZ  85712 
(602)  324-3150 

Pilot  Parents 

PO  Box  707 
Whiteriver,  AZ  85941 
(602)  338-4325 

ARKANSAS 

Parent  to  Parent 

2130  College  Ave 
Conway.  AR  72032 
(501)327-3317 

Northwest  Arkansas 
Parent  to  Parent 

969  Rush  Dr 
Fayetteville.  AR  72701 
(501)  521-5696 

Parent  to  Parent 

The  ARC  of  Arkansas 
2000  Main  St 
Little  Rock,  AR  72206 
(501)  375-7770 

CALIFORNIA 

California  Association  for 
Parents  of  Visually  Impaired 

7273  Gamett  St 
AltaLoma,  CA91701 
(909)  945-5619 

Family  Resource  Network 

PO  Box  3697 
Chico.  CA  95927 
(916)891-5865 

Parent  Referral  Network 

PO  Box  109 
Eureka,  CA  95502 
(707)  445-8841 

Exceptional  Parents  Unlimited 
4120  N  First  St 
Fresno,  CA  93726 
(209)  229-2000 

Cleft  Parent  Guild 

7120  Franklin  Ave 

Los  Angeles.  CA  90046-3002 

(213)  847-3300 

Parents  Helping  Parents 

2327  F.anz  Hall 
405  Hilgard  Ave 
Los  Angeles,  CA  90034-1563 
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Parent  to  Parent  CP-P)  programs  pro- 
vide one-to-one  emotional  and  informa- 
tional support  to  parents  of  children  who 
have  special  needs.  This  is  done  by  care- 
fully matching  trained  and  experienced 
"veteran"  parents  with  parents  who  are 
newly  referred  to  the  program.  The  veteran 
parent  provides  the  kind  of  support  that    ^  . 
can  only  come  from  someone  who  has 
"been  there."  ; 

The  following  state-by-state  listing  of  ^-'^.  '^ 
local  P-P  programs  was  provided  by  The 
Beach  Center  on  Families  and  Disabilities. 
For  more  information  on  P-P  programs, 
contact  the  Beach  Center  at  The  University 
of  Kansas,  3111  Haworth  Hall,  Lawrence, 
KS  66045,  (913)  864-7600. 


Parent  to  Parent  Infant 
Support  Group 

Children's  Hospital  of  Orange  Cty 
PO  Box  5700 
Orange.  CA  92613 
(714)  997-3000 

PROUD 

PO  Box  5822 

Orange,  CA  92613-5822 

(714)974-6419 

Touchstone  Support  Network 

378  Cambridge  Ave.  Ste  K 
Palo  Alto,  CA  94306 
(415)328-4495 

Special  Care  Parents 

PO  Box  22322 
Sacramento,  CA  95822 
(916)395-2338 

Parent  to  Parent  Program  of 
San  Diego  Cty 

Exceptional  Family  Resource  Ctr 
8334  Clairemont  Mesa  Blvd,  Ste  1 10 
San  Diego,  CA92111 
(619)268-8252 

Bay  Area  Cleft  Palato 
Awareness  Coalition 

2360  Clay  St,  Ground  Fl 
San  Francisco,  CA  941 1 5 
(415)923-3306 

Parents  Helping  Parents 

535  Race  St.  Ste  140 
San  Jose.  CA95126 
(408)288-5010 
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Parent  To  Psirent  Programs 


Matrix:  Parent  Network  and 
Resource  Center 

555  Northgate 

San  Rafael,  CA  94903 

(415)499-3877 

Family  Support  Networlc 

1800  N  Bush  St.  Ste  201 
Santa  Ana.  CA  92706 
(714)836-5511 

Family  Support  Network 

3010  W  Harvard  St,  #D 
Santa  Ana,  CA  92704-3914 

Circle  of  Hope 

101 5  Cedar  St 
Santa  Cruz.  CA  95060 
(408)  335-7404 

Valley  Parents  Support  Group 

PO  Box  5973-272 
Sherman  Oaks,  CA  91413 
(818)902-1616 

DIRECT  Link  for  ttie  DisABLED 

PO  Box  1036 
Solvang,  CA  93463 
(805)688-1603 

AVENUES 

PO  Box  51 S2 
Sonera,  CA  95370 
(209)  928-3688 

Cleft  Parent  Guild 

14764  NanrySt 
Whittier.  CA  90604 
(310)  874-3300 

COLORADO 

Sturge-Weber  Foundation 

PO  Box  460931 
Aurora,  CO  80046 
(800)  627-5482 

SKIP  of  Colorado 

930  S  Kittredge  Way 
Aurora,  CO  80017 
(303)  368-8733 

Child  Language  Ctr,  Univ  of  CO 

CB-409.  Dept  00-55 
Boulder,  CO  80302 
(303)  492-5375 

PEAK  Parent  Ctr 

6055  Lehman  Dr,  #101 
Colorado  Springs,  CO  80918 
(719)  531-9400 

Bridges 

747b  Dakin.  Ste  635 
Denver,  CO  80221 
(303)  428-0310 

Colorado  Cleft  Palate 
Association 

755  S  Clay  St 
Denver,  CO  80219 
(303)  934-4710 


ERIC 
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Little  People  of  America 

Front  Range  Chapter 
7117  E  Euclid  Dr 
Englewood,CO80111 
(303)  740-8555 

Effective  Parents  Project 

255  Main  St 

Grand  Junction,  CO  81501 
(303)241-4068 

Parents  Reactiing  Out 

710  Kipling,  #303 
Lakewood,  CO  80215 
(303)  238-0240 

Mile  High  Down  Syndrome 
Association 

PO  Box  620847 
Littleton,  CO  80162 
(303)797-1699 

Parent-Professional  Partnership 

1077  Laurie  Cir 
Meeker,  CO  81641 
(303)  878-3491 

Parents  as  Partners  in 
Special  Ed 

11130  Han-isWay 
Thomton,  CO  80233 
(303)  452-5958 

CONNECTICUT 

Cornelia  de  Lange  Syndrome 
Foundation 

60  Dyer  Ave 

Collinsville,  CT  06022-1 273 
(800)  223-8355 

Western  Connecticut 
Association  for  Human  Rights 

1 1  Lake  Ave  Ext 
Danbury,CT  06811 
(203)  792-3540 

Connecticut  Cleft  Lip  and  Palate 
Parent  Group 

10  Stan-  PI 

East  Hampton,  CT  06424 
(203)267-4816 

Lower  Fairfield  Cty 
Parent  to  Parent 

ARC  of  Greenwich 
50  Glenville  St 
Greenwich,  CT  06831 
(203)329-1721 

Parents  Available  to  Help 

830  Elm  St 

New  Haven.  CT  06511 
(203)  488-9640 

Parent  to  Parent  Network  of  CT 

The  Family  Center 
181  E  Cedar  St 
Newington,  CT06111 
(203)  667-5288 

Oxford  Special  Ed  Support 

10  White  Gate  Rd 
Oxford,  CT  06483 
(203)  426-7649 


Connecticut  Traumatic  Brain 
Injury  Association 

1800  Silas  Deane  Hwy,  Ste  224 
Rocky  Hill,  CT  06067 
(203)  721-8111 

Parent  Sharing 

PO  Box  254 

West  Simsbury,  CT  06092 
(203)  282-0280 

NAM!  CAN  of  Woodbridge 

8  Country  Club  Dr 
Woodbridge,  CT  06525 
(203)  397-9269 

DELAWARE 

Parent  Information  Center 
of  Delaware 

700  Barksdale  Rd,  Ste  6 
Newari<,  DE  19711 
(302)  366-0152 


NICU  Parent  Support  Group 

JHM  Health  Ctr,  Box  J-296 
Gainesville,  FL 100296 
(904)  392-6427 

Parent  to  Parent  of  Alachua  Cty 

4805  SW  45th  St 
Gainesville,  FL  32608 
(904)377-1827 

Parent  to  Parent  of  Polk  Cty 

4440  Spring  Ln 
Lakeland,  FL  33811 
(813)646-8058 

Families  At  Mayport  are 
Exceptional 

PO  Box  205,  NAVSTA 
Mayport,  FL  32228 
(904)  246-5226 

Parent  to  Parent 

510  Eleanore  St 
Men-itt  Island,  FL  32953 


DISTRICT  OF 
COLUMBIA 

Easter  Seal  Society 

2800  13th  St  NW 
Washington,  DC  20009 
(202)  232-2342 


FLORIDA 

Neo-Care 

PO  Box  160683 
Altamonte  Springs,  FL  32716 
(407)263-4317 

Gold  Coast  Down  Syndrome 
Organization 

22626  SW  65  Terrace 
Boca  Raton,  FL  33428 
(407)451-2163 

Parent  to  Parent  of  Pinellas  Cty 

1998  Sun  Tree  Blvd 
Clearwater,  FL  34623-4339 
(813)  461-3614 

Parent  to  Parent  of  Wakulla  Cty 

R6,  Box  8814 
Crawfordville,  FL  32327 
(904)  926-7826 

Parent  to  Parent  of  Walton  Cty 

R  5.  Box  185 

Defuniak  Springs,  FL  32433 
(904)  892-2803 

Parent  to  Parent 

FND  of  Broward  Cty 
1 00  S  Andrews  Ave 
Ft.  Lauderdale,  FL  33301 
(305)  765-6622 

Lee  Cty  Parent  to  Parent 

1 55  Bayview 

Ft,  Myers  Beach,  FL  33931 
(813)463-1090 

Parent  to  Parent  of  St  Lucie  Cty 

1901  S  11th  St 

Ft.  Pierce.  FL  34950 

(407)  468-5389  3  8 


Parent  to  Parent— Hispanic 

9151  SW6th  St 
Miami.  FL  33174 
(305)  223-7379 

Parent  to  Parent  of  Miami 
5555  SW  93rd  Ave 
Miami,  FL  33165 
(305)271-9797 

IVH  Parents 

PO  Box  56-1111 
Miami,  FL  33156 
(305)  232-0381 

Special  Parents 

409  Dixie  Rd 
Milton,  FL  32570 
(904)432-4513 

Parent  to  Parent 
of  North  Brevard 

PO  Box  526 
Mims,  FL  32754-0526 
(407)  383-0410 

Parent  to  Parent  of  Collier  Cty 

4875  6th  Ave  SW 
Naples,  FL  33999 
(813)455-1522 

Veteran  Intensive  Care  Parents 

PO  Box  2700  Ste  IN 
Pensacola,FL  32513-2700 
(904)  474-7656 

Special  Parents 

PO  Box  15362 
Pensacola,  FL  32514 


Parent  to  Parent  of  Martin  Cty 

PO  Box  162 

Port  Salemo,  FL  34992-0162 

Parent  to  Parent  of  St  Lucie  Cty 

422  NW  Concord  Dr 
Port  St  Lucie,  FL  34983 
(407)  878-3284 
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Parent  To  Parent  Programs 


Parent  to  Parent 
of  Palm  Beach  Cty 

1 201  Australian  Ave 
Riviera  Beacii,  FL  33404 
(;07)  863-3310 

FACE  of  Sarasota 

PO  60x1424 
Sarasota,  FL  34230 
(813)349-5484 

Special  Beginnings  c/o  NiCU 

Sarasota  Memorial  Hospital 
1 700  S  Tamiami  Trail 
Sarasota,  FL  34329-3555 
(813)  952-2470 

Family  Network  on  Disabilities 
of  Manatee/Sarasota 

350  Braden  Ave 
Sarasota,  FL  34243 
(813)355-7637 

Parent  to  Parent  of  Hemando  Cty 

71 58  Toledo  Rd 
Spring  Hill,  FL  34606 
(904)  683-6602 

Tallahassee  Parent  Care 

1300  Miccosul<ee 
Tallahassee,  FL  32303-6594 
(904)893-5518 

Big  Bend  EH/SED 
Parent  to  Parent 

319  Fairfield  Ave 
Tallahassee,  FL  32301 
(904)  539-5099 

Parent/Infant  Program 

3528  Carrington  PI 
Tallahassee,  FL  32303 
(904)487-7515 

Family  Network  on  Disabilities 

5510GraySt,  Ste  220 
Tampa,  FL  33624 
(813)289-1122 

Hillsboro  Parent  to  Parent 

8905  Oren  Ave 
Tampa,  FL  33614-1830 
(813)  289-8967 

GEORGIA 

Parent  to  Parent  ot  Georgia 

2939  Flowrers  Rd  S,  Ste  131 
Atlanta,  GA  30341 
(404)451-5484 

HAWAII 

Family  Support  Services 

1319  Punahou  St,  Bingham  211 
Honolulu,  HI  96826 
(808)973-8511 

Hawaii  Down  Syndrome 
Congress 

419KeonianaSt,  #804 
Honolulu,  HI  96815 
(808)949-1999 

ERIC 


IMPACT 

49  Ihea  PI 
Pukalani,  HI  96788 
(808)  572-7225 

IDAHO 

Parents  Reaching  Out 
to  Parents 

2195  Ironwood  Ct 
Coeur  d'Alene,  ID  83814 
(208)769-1409 

Parent  to  Parent  of  Idaho  Falls 

201  H  St 

Idaho  Falls,  ID  83402 
(208)  522-3532 

Parent  to  Parent 

2714  8th  Ave 
Lewriston,  ID  83501 
(208)  746-8599 

Idaho  Autism  Association 

2470  Warren  Ave 
Twrin  Falls,  ID  83301 
(208)  734-7279 

ILLINOIS 

Archway  Services  for  Children 

1108WWillowr 
Carbondale,  IL  62959 
(618)549-4442 

Developmental  Services  Center 

1304W  Bradley 
Champaign,  IL  61 821 
(217)356-9176 

Keshet-^ewish  Parents  of 
Children  with  Special  Needs 

3525  W  Pete;son,  T-17 
Chicago,  IL  60659 
(312)580-0551 

Illinois  Next  Steps,  Parents 
Reaching  Parents 

100  W  Randolph,  Ste  8-100 
Chicago,  IL  60601 
(800)  233-3425 

Chicago  Family  Support 
Pilot  Project 

20  E  Jackson  Blvd,  Rm  900 
Chicago,  IL  60604 
(312)  939-3513 

South  Metropolitan  Association 
for  Low  Incidence  Handicapped 

800  Governor's  Hwy 
Flossmoor,  IL  60422 
(708)  333-7812 

Central  Illinois  Down  Syndrome 
Organization 

PO  Box  595 
Normal,  IL  61761 
(309)  452-3264 


Parent  Infant  Connection— 
Metcalf  Laborito/y  School 

Special  Ed  Dept 
Illinois  State  University 
Normal,  IL  61761 
(309)  438-2753 

National  Association  for 
Down  Syndrome 

PO  Box  4542 
Oak  Brook,  IL  60522-4542 
(708)325-9112 

Very  Important  Pregnancy 
Program 

PO  Box  11085 
Rockford,  1L61126 
(815)398-1451 

INDIANA 

First  Step  Early  Intervention 

Newr  Horizons 
PO  Box  98 

Batesville,  IN  47006-0098 
(812)  934-4528 

Connection  for  Special  Kids 

692  ESR218 
Beme,  IN  46711 
(219)  589-3543 

NEO  FIGHT 

4363  Idlewrild  Ln 
Carmel,  IN  46033 
(317)843-0850 

Down  Syndrome  Support 
Association  of  Central  Indiana 

10792  DowrningSt 
Cannel,  IN  46033-3869 
(317)  574-9757 

Passages  Children's  Services 

PO  Box  1005 
Columbia  City,  IN  46725 
(219)244-7688 

Disabilities  Services 

PO  Box  808 

Crawfordsville,  IN  47933 
(317)  362-4020 

Michiana  Chapter, 
National  SIDS  Foundation 

418  Constitution  Ave 
Elkhart,  IN  46516 
(219)  533-0266 

Cleft  Lip  and  Palate 
Support  Group 

1 609  California  Ave 
Fort  Wayne,  IN  46805 
;21 9)  426-1 258 

Down  Syndrome  Association 
of  NW  Indiana 

2927  Jewett  Ave 
Highland,  IN  46322 
(219)838-3656 
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MDA  Support  Group  of 
Central  Indiana 

2110  E  65th  St 
Indianapolis,  IN  46220 
(317)  257-6598 

Indiana  Parent  Information 
Network 

4755  Kingswray  Dr,  Ste  105 
Indianapolis,  IN  46205 
(317)  257-8683 

Parents  Support  Network, 
Hemophilia  of  Indiana 

1100  Burdsal  Pkw^y 
Indianapolis,  IN  46208 
(317)924-6208 

TOUCH  Wabash  Center 

2000  Greenbush  St 
Lafayette,  IN  47904 
(317)  423-5531 

Everybody  Counts 

6701  Broadway,  Ste  B 
Merrillville,  IN  46410 
(219)  769-5055 

ROOTS-WINGS  Parent 
Involvement 

Newr  Hope  Services,  Kids  Place 
1642  WMcClain 
Scottsburg,  IN  47170 
(812)  752-4892 

Down  Syndrome  Family  Support 

PO  Box  6579 

South  Bend,  IN  46660 

(219)  289-4831 

NICU  Parent,  Family, 
Alumni  Support  Group 

Memorial  Hospital 
615  N  Michigan  St 
South  Bend,  IN  46601 
(219)  284-7308 

Knox  County  Advocates 
for  Special  Kids 

1806  Indiana  Ave 
Vincennes,  IN  47591 
(812)  882-0375 

IOWA 

Family  Educator  Connection 
Program 

3706  Cedar  Heights  Dr 
Cedar  Falls,  IA50613 
(319)  273-8250 

Pilot  Parents, 

ARC  of  East  Central  Iowa 

136  36th  St  Dr  SE,SteA5 
Cedar  Rapids,  lA  52403 
(319)  365-0487 

Tourette  Syndrome 

2101  OAve,  NW 
Cedar  Rapids,  lA  52405 
(319)396-0210 
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Parent  To  Parent  Programs 


Union  County  Pilot  Parents 

PO  Box  57 
Creston,  lA  50801 
(515)  782-2917 

Autism  Society 
of  the  Quad  Cities 

4712  Belle  Ave 
Davenport,  lA  52807 
(319)359-5414 

Parent  Educator  Connection 

MPRRC,  Drake  Univ 
Des  Moines,  lA  5031 1 
(515)  271-3936 

Special  Care  Parents 

1922  E  12th  St 

Des  Moines,  lA  50316 

(515)  255-5943 

Patient-Parent 
Representative  Program 

DIv  of  DD 
Univ  of  Iowa 
Iowa  City,  lA  52242 
(319)  356-1419 

Epilepsy  Support  Group 

426  Sherrylynn  Blvd 
Pleasant  Hill,  lA  50317 
(515)263-0370 

Parent-Educator  Connection 

102  S  Main,  AEA4 
Sioux  Center,  lA  51250 
(712)  722-1931 

Parent  to  Parent  Support  Group 

2320  S  Olive 
Sioux  City,  IA51106 
(712)274-2838 

Parent  to  Parent 

133  Lillian 

West  Des  Moines,  lA  52501 
(515)682-6467 

KANSAS 

Parent  to  Parent  of  Garden  City 

Box  148 

Deerfield,  KS  67838 
(316)  426-6213 

Parent  to  Parent  of  Butler  Cty 
Special  Families 

1 432  W  Olive 

El  Dorado,  KS  67042 

(316)  321-3274 

Parent  to  Parent  of  Flint  Hills 

1722  Yucca  Ln 
Emporia,  KS  66801 
(316)  342-6954 

Parent  to  Parent  of  NW  Kansas 

Box  15 

Gem,  KS  67734 
(913)  462-6857 

Autism  Society  of  Kansas 

2512  N  75th  St 
Kansas  City,  KS  66109 
(913)  299-2027 
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Parent  to  Parent  of  Douglas  Cty 

Rt  3,  Box  56 
Lawrence,  KS  66044 
(913)832-1430 

Parents  Who  Care 

3312  Effingham 
Manhattan,  KS  66502 
(913)  776-9268 

Parent  to  Parent  of  NE  Kansas 

PO  Box  307 
McClouth,  KS  66054 
(913)796-6319 

DES  Action 

601  S  Elm 
Ottawa,  KS  66067 
(913)  242-4679 

Parent  to  Parent  Network, 
Johnson  Cty 

10201  Norton 
Nail  Hills  School 
Overland  Park,  KS  66207 
(913)  967-7677 

Parent  to  Parent  of  SE  Kansas 

31 18  Coming 
Parsons,  KS  67357 
(316)421-6550 

Salina  Area  Parent  to  Parent 
Program 

Salina  Cty  Health  Dept 
3C0WAsh,  Rm  107 
Salina,  KS  67401 
(913)827-9376 

Rubinstein-Taybi  Syndrome 
Parent  Group 

414  E  Kansas 

Smith  Center,  KS  66967 

(913)282-6237 

Parent  to  Parent,  Shawnee  Cty 

2218  Wilmington  Ct 
Topeka,  KS  66606-1748 
(913)  235-9680 

Families  Together 

1023  SW  Gage  Blvd 
Topeka,  KS  66604 
(913)273-6343 

Parent  to  Parent  of 
Sedgwick  Cty 

8024  S  Hillside 
Wichita,  KS  67233 
(316)  788-3092 

Connecting  Point 

PO  Box  1120 
Wichita,  KS  67201 
(316)  943-1191 

KENTUCKY 

PUSH  Infant  and 
Preschool  Program 

PO  Box  781 
Frankfort,  KY  40602 
(502)  875-4403 


Parent  Outreach 

1 1 46  S  Third  St 
Louisville,  KY  40203 

LOUISIANA 

Neonatal  Intensive  Care 
Unit— Parents 

10638  Shermoor 
Baton  Rouge,  LA  70815 
(504)  293-3552 

Parent  Conference  on  Special  Ed 

Louisiana  Dept  of  Education 
PO  Box  94064 

Baton  Rouge,  LA  70804-9064 
(504)  342-3636 

Louisiana  Rett  Syndrome 
Foundation 

7629  Sailfish  Dr 

Lake  Charles,  LA  70605 

(318)474-5727 

Parent  to  Parent  of  Louisiana 

The  Family  Support  Program 
Children's  Hospital 
200  Henry  Clay  Ave 
New  Orleans,  LA  701 18 
(504)  896-9268 

Concerned  Parents  for  Student?i 

1022  Gulf  Ln 
Sulphur,  LA  70663 
(318)528-2191 

MAINE 

Maine  Parent  Federation 

PO  Box  2067 

Augusta,  ME  04338-2067 

(207)  582-2504 

Parent  to  Parent 

United  Cerebral  Palsy  of 
Northeastern  Maine 
103  Texas  Ave 
Bangor,  ME  04401 
(207)941-2885 

Mid-Coast  Children's  Services 

11  Maple  St 
Rockland,  ME  04841 
(207)  594-8474 

York  Cty  Parent  Awareness 

150  Main  St 
MidTown  Mall 
Sanford,  ME  04073 
(207)  324-2337 

MARYLAND 

Maryland  Infants  and  Toddlers 
Program 

Family  Support  Network 
One  Market  Center,  Ste  304 
Baltimore,  MD  21201-3446 
(410)333-8100 

National  Federation  of  the  Blind 
Parents  of  Blind  Children  DIv 

1R00  Johnson  St 
Baltimore,  MD  21230 
(301)  659-9314  . 


Learning  Disabilities 
Association 

76  Cranbrook  Rd,  Ste  299 
Cockeysville,  MD  21030-3479 
(301)265-6193 

Parents  of  Preemies 

23020  Wild  Hunt  Dr 
Gaithersburg,  MD  20882 
(301)253-6534 

Parents  of  Preemies 

2822  Chasbarb  Ct 
Gaithersburg,  MD  20879 

Anne  Arundel  Cty  Infants  & 
Toddlers  Program 

160  FunkeRd 

Glen  Burnie,  MD  21061 

(410)222-6911 

Epilepsy  Foundation  of  America 

4351  Garden  City  Dr 
Landover,  MD  20785 
(301)459-3700 

Montgomery  Cty  ARC 

11600  Nebel  St 
Pockville,  MD  20852 
(JOI)  984-5792 

MASSACHUSETTS 

Cape  Ann  Early  Intervention 

1 1 1  Dodge  St 
Beverly,  MA  01915 
(508)  927-5843 

Parent  to  Parent  of  Birth 
Defects  Services 

Children's  Hospital,  Fegan  10 
300  Longwood  Ave 
Boston,  MA  021 15 
(617)735-7037 

Greater  Boston 
Parent  to  Parent 

1505  Commonwealth  Ave 
Boston,  MA  02135 
(617)  783-3900 

Federation  for  Children  with 
Special  Needs 

95  Berkeley  St.  Ste  104 
Boston,  MA  021 16 
(617)  482-2915 

National  Tay-Sachs  &  Allied 
Diseases  Association 

2001  Beacon  St,  #204 
Brookline,  MA  02146 
(617)  277-4463 

South  Shore  Parent  to  Parent 

South  Shore  ARC 
250  Elm  St 
Hanover,  MA  02339 
(617)335-3023 

Massachusetts  Down  Syndrome 
Congress 

PO  Box  866 
Melrose,  MA  02 176 
(617)  742-4440 
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Parent  To  Parent  Programs 


Parent  to  Parent 

247  Smith  St 

New  Bedford  MA  02740 

(508)  966-8551 

New  Horizons 

388  Columbus  Ave  Ext 
Pittsfield,  MA  01 201 
(413)  499-4537 

Raynham  Parent  Advisory 
Council 

687  Pleasant  St 
Raynham,  MA  02767 
(508)  822-1598 

PEP  Match 

POBox  1334 

South  Yarmouth,  MA  02664 
(508)  398-3866 

HOLD:  Helping  Our 
Learning  Disabled 

10  Way  cross  St 
Worcester,  MA  01 603 
(508)  752-2906 

MICHIGAN 

Hand  and  Hand 

PO  Box  658 

Bay  City,  Ml  48707 

(517)892-4533 

Parent  to  Parent,  ARC 
Oakland  c:y 

69C  E  Maple 
Birmingham,  Ml  48009 
(31 3)  646-4522 

SE  Michigan  Parents  of 
Premature  Infants 

1680  Washington 
Birmingham,  Ml  48009 
(313)258-6753 

Training  Resources  Education 
and  Networking  on  Down 
Syndrome 

POBox  1996 

Holland,  Ml  49422-1996 

(616)392-6307 

Down  Syndrome  Association 
of  West  Michigan 

PO  Box  8703 
Kentwood,  Ml  49518 

Peer  Support  Project 

530  W  Ionia  St,  SteC 
Lansing,  Ml  48933 
(517)487-9260 

Peer  Support  Project 

7039  Gra-AI  Shores 
Rapid  River,  Ml  49878 
(906)  474-6666 

Parents  of  Children 
with  Special  Needs 

11 05  S  Clinton  Ave 
St  John's,  Ml  48879 
(517)  224-4383 


National  MPS  Society 

3260  Old  Farm  Ln 
Walled  Lake,  Ml  48390 
(313)363-4412 

MINNESOTA 

People  to  People, 
One-to-One  Support 

514  N  Cedar 
Owatonna,  MN  55060 
(507)  451-0576 

Midstate  Pilot  Parents 

PO  Box  1536 

St  Cloud,  MN  56302 

(612)  253-6844 

Parents  for  Parents  (NICU) 

Veteran  Parents  (PICU) 
280  N  Smith  Ave,  Ste  245 
St  Paul,  MN  55102 
(612)  220-6731 

Pilot  Parents  in  Ramsey  Gty 

425  Etna  St,  #35 
St  Paul,  MN  55106 
(612)  778-0727 

Turner's  Syndrome  Society 
of  the  US 

768-2 14  Twelve  Oaks  Ctr 
15500  Wayzata  Blvd. 
Wayzata,  MN  55391-1416 
(612)475-9944 

MISSOURI 

Missouri  Head  Injury 
Association 

3632-A  W  Truman  Blvd 
PO  Box  84 

Jefferson  City,  MO  65102-0084 
(314)893-2444 

Pilot  Parents  Program 

PO  Box  10984 
Springfield,  MO  65808 
(417)  883-2593 

MONTANA 

Parents,  Let's  Unite  for  Kids 

EMC/SPED  Bidg,  Rm  267 
1 500  N  30th  St 
Billings,  MT  59101-0298 
(406)  657-2055 

Quality  Life  Concepts 

600  6th  St  NW 
PO  Box  2506 
Great  Falls,  MT  59403 
(406)  452-9531 

Osteogenesis  Imperfecta 
Foundation  Peer  Contact 
Network 

PO  Box  768 

Manhattan,  MT  59741-0768 
(406)  284-6038 


Parents  of  Children  with 
Special  Needs 

School  of  Ed 
University  of  Montana 
Missoula,  MT  59812 
(406)542-1330 

NEBRASKA 

Exceptional  Parents  Night  Out 
Parent  Support  Group 

4250  Shanna  St 
Grand  Island,  NE  68130 
(308)381-1709 

Preschool  Activities  for 
Language  and  Learning  Skills 

E3U  #9,  PO  Box  2047 
Hastings,  NE  68901 
(402)  463-5611 

Parent  Assistance  Office 

310  W  24th 
Kearny,  NE  68847 
(308)  236-6867 

Pilot  Parents 

1707  Polk 

Lexington,  NE  68850 
(308)  324-4428 

Parents  Encouraging  Parents 

Nebraska  Dept  of  Ed 
301  Centennial  Mall  S 
Lincoln,  NE  68509 
(402)471-2471 

Pilot  Parents  Program, 
ARC-Capital 

215  Centennial  Mall  S,  #410 
Lincoln,  NE  68508 
(402)  466-2979 

League  of  Human  D'^.iity 
Independent  Living  Center 
1701  PSt 
Lincoln,  NE  68507 
(402)  471-7871 

Pilot  Parents  Program, 
Greater  Omaha  ARC 

3610  Dodge  St 
Omaha,  NE  68131 
(402)  346-5220 

Parent  to  Parent 

826  Arlene  Ave 
Papillion,  NE  68046 
(402)  592-2719 

NEW  HAMPSHIRE 

New  Hampshire  Special 
Families  United 

PO  Box  1141 

Concord,  NH  03302-1141 

(603)  224-2022 

Treacher  Collins 
Family  Network 

PO  Box  5 

Concord,  NH  03302-0005 
(603)  226-4371 


Parent  to  Parent 
of  New  Hampshire 

PO  Box  622 
Hanover,  NH  03755 
(603)  448-6?3" 

Upper  Valley  Support  Group 

PO  Box  622 
Hanover,  NH  03755 
(603)448-6311 

NEW  JERSEY 

Cleft  Lip  and  Palate 
Support  Group 

501  Douglas  Dr 
Cherry  Hill.  NJ  08034 
(609)  482-6554 

Parent  Support,  ARC  Bergen- 
Passaic  Cty 

481 A  Edward  Ross  Dr 
Elmwood  Park,  NJ  07407 
(201)797-0100 

Family  Support  Services 
Program 

NJ  Association  of  the  Deaf-Blind 
28  Kennedy  Blvd 
E  Brunswick,  NJ  08816 
(908)  249-4433 

Association  for  Special  Children 
and  Families 

Supporting  Special  Parents 
PO  Box  494 
Hewitt,  NJ  07421 
(201)  728-3744 

Down  Syndrome 
Parent  to  Parent 

ARC  of  Essex  County 
7  Regent  St 
Livingston,  NJ  07039 
(201)535-1181 

Association  for  Children  with 
Russell-Silver  Syndrome 

22  Hoyt  St 
Madison,  NJ  07940 
(201)  377-4531 

Parents  Encouraging  Parents, 
ARC-Morris  Chapter 

PO  Box  123 

Mon-is  Plains,  NJ  07950 

(201)  326-9750 

NEW  MEXICO 

Parents  Reaching  Out, 
Alamogordo 

PO  Box  3631,BRS-A 
Alamogordo,  NM  88311 
(505)  437-9290 

Parents  of  Preterm  Infants 
Network 

Univ  of  New  Mexico  Hospital 
Dept  of  Pediatrics 
Albuquerque,  NM  87131 
(505)  277-3946 
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Parent  To  Parent  Programs 


Parents  for  Behaviorally 
Different  Children 

1720  Louisiana  NE,  Ste  204 
Albuquerque,  NM87110 
(505)  265-0430 

PRO  Parent  to  Parent  Network 

1127  University  NE 
Albuquerque,  NM  87102 
(505)  842-9045 

PRO  Parent  Support  Network 

4106  Winchester 
Las  Cruces,  NM  88001 
(505)  522-5669 

NEW  YORK 

Parent-Friend:  One  to  One 

New  Vorl<  Easter  Seal  Society 
845  Central  Ave 
Albany,  NY  12206 
(518)438-8785 

Newborn  &  Family  Support 
Services  Network 

Nortli  Central  Bronx  hosp 
3424  Kossutli  Ave 
Bronx,  NY  10467 
(718)519-4797 

Headway  for  Brain  Injured 

856  Ridge  Rd 
Buffalo,  NY  14141 
(716)822-2261 

Prader-Willi  Alliance 
of  New  York 

40  Holly  Ln 

East  Hills,  NY  11577 

(516)621-2445 

Levlttown  Hydrocepiialus 
Support  Group 

Satellite  Information  Ctr 
59  Marl<et  Ln 
Levittown,  NY  11756 

Young  Adult  Institute 

New  Yorl<  League  for  Early 
Learning 
460  W  34tli  St 
New  Yorl<,  NY  10001 
(212)  563-7474 

The  Jewish  Guild  for  the  Blind 

Downstate  Resource  Networl< 
15W65tliSt 
NewYorl<,  NY  10023 
(212)769-6327 

Parents  of  Special  Children 

PC  Box  5357 
Oswego,  NY  13126 
(315)343-6480 

Parent  Assistance  Committee 
on  Down  Syndrome 

208  Lafayette  Ave 
Peel<sl<ill,  NY  10566 
(914)739-4085 
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St  Charles  Early  Intervention 
Program 

501  Myrtle  Ave 

Port  Jefferson,  NY  11777 

(516)331-6400 

Parents  Available  to  Help 

Special  Care  Nursery 
Vassar  Hospital 
Poughl<eepsle,  NY  12601 
(914)454-8500 

The  Family  Connection 

Family  Resource  Center/WIHD 
121-C  Cedanwood  Hall 
Vailialla,  NY  10595 
(914)285-1343 

Parent  to  Parent 

239  Cliampion  Ave 
Webster,  NY  14580 
(716)265-3778 

NEVADA 

Nevada  Specially  Trained 
Effective  Parents 

6200  W  Oal<ey 

Las  Vegas,  NV  89102 

(702)  870-7050 

Nevada  Parent  Network 

University  of  Nevada,  Reno 
REPC,  College  of  Education/278 
Reno,  NV  89557-0082 
(702)  784-4921 

NORTH  CAROLINA 

Parent  to  Parent 

Rt2,Box  178-A 
Angler,  NC  27501 
(919)639-0172 

Parents  Reaching  Out  to 
Parents  of  Children 
with  Special  Needs 

PO  Box  638 
Biscoe,  NC  27209 

Family  Support  Network 
of  The  High  Country 

Appalachian  State  Univ 
Edwin  Duncan  Hall 
Boone,  NC  28608 
(704)  262-6089 

Parent  Support  Group 

63  N  Canton  Rd 
Canton,  NC  28716 
(704)  452-4vi97 

Family  Support  Network- 
Orange,  Durtiam,  Chatham  Ctys 

UNC  Chapel  Hill 
CB#7340,  Chase  Hall 
Chapel  Hill,  NC  27599 
(919)  966-2841 

University  of  North  Carolina 
Craniofacial  Center 

School  of  Dentistry 
Chapel  Hill,  NC  27599-7450 
(919)  966-2275 


Family  Support  Network  of 
North  Carolina 

CB  #7340 

University  of  North  Carolina 
Chaoel  Hill,  NC  275S9 
(919)  966-2841 

Family  Support  Network  of 
Metrolina 

PO  Box  35466 
Charlotte.  NC  28235 
(704)563-6111 

Family  Support  of  the  Albemarle 

1601  Forest  Dr 
Elizabeth  City,  NC  27909 
(919)  338-6987 

Cape  Fear  Association 
of  Parents  Helping  Parents 

3403  Melrose  Rd 
Fayetteville,  NC  28304 
(919)486-1605 

Family  Support  Network 

1 623  N  Webb  St 
Gastonia,  NC  28052 
(704)  854-4839 

Family  Support  Network, 
Goldsboro 

719  East  Ash  St 
Goldsboro,  NC  27530 
(919)580-0330 

Family  Support  Network  of 
Greater  Greensboro 

Womens  Hospital  of  Greensboro 
801  Green  Valley  Rd 
Greensboro,  NC  27408 
(919)  574-6507 

Family  Support  Network  of 
Eastern  North  Carolina 

Irons  BIdg,  ECU  Campus 
Greenville,  NC  27858 
(919)  757-4494 

Western  Carolina  Parents  of  EC 
Henderson  County 

PO  Box  1454 
Hendersonville,  NC  28793 
(704)  685-3336 

Special  Families  Support  Group 

Catawba  County  Mental  Health 
Rt  3,  Box  339 
Hlcl<ory,  NC  28602 
(704)  326-5909 

Family  Support  Network/ 
Hope  Network 

4051  4th  St,  NW 
Hicl<ory,  NC  28601 
(704)  328-9496 

Tri  Cty  Local  Unit/Autism 
Society  of  NC 

Rt2,  Box  314 
Hicl<ory,  NC  28601 
(704)  256-5242 
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Family  Support  Network 
of  Catawba  Cty 

2740  6th  St  NE 
Hicl<ory,  NC  28601 
(704)  327-4857 

Parent  Support  Group 

YMCA 

112Gatewood 
High  Point,  NC  27262 
(910)882-4126 

Family  Support  Network 
of  Davidson  Cty 

36  Vance  Cir 
Lexington,  NC  27292 
(704)246-4105 

Parents  Resource  Organization 

Rt  2,  Box  430 
Mocl<sville,  NC  27028 
(919)998-3311 

HOPE:  Helping  Ottier  Parents 
Through  Empathy 

300  Enola  Rd 
Morganton,  NC  28655 
(704)  433-2877 

Family  Support  Network 
of  the  Neuse  Area 

1405SGIenburnie  Rd 
New  Bern,  NC  28562 
(919)  633-0242 

Parents  Encouraging  Parents 

POBox  1318 

Pisgah  Forest,  NC  28768 

(704)  884-5649 

Family  Support  Network 
of  Wake  Cty 

11304  Coachman's  Way 
Raleigh,  NC27614 
(919)  848-7838 

Caring  Parents 

1506  Laurel  St 

Roanol<e  Rapids,  NC  27870 

(919)  535-5887 

Parent  Program 

Rt4,  BOX  1555E 
Rutherfordton,  NC  28139 
(704)245-0711 

Tuberous  Sclerosis  Connection 

NC  Tuberous  Sclerosis 

Association 

1005  IndianheadClr 

Snow  Hill,  NC  28580 

(919)  747-8592 

Family  Support  Network 

Rt.  11,Box  369A 
Statesvllle,  NC  28677 
(919)  876-4621 

Parent  Support  Group 

257  Long  Chapel  Rd 
Weaverville,  NC  28787 
(704)  645-3546 
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Parent  To  Parent  Programs 


Family  Support  Network 
of  SE  North  Carolina 

DEC,  1501  Dock  St 
Wilmington,  NC  28401 
(919)251-5817 

Parents  Together 

4505  Shattalon  Dr 
Winston-Salem,  NC  27106 
(919)924-5301 

NORTH  DAKOTA 

Family  First:  Education  for 
Empowerment 

PO  Box  1883 
Jamestown,  ND  58402 
(701)  252-2847 


OHIO 

Tracheostomy  Support  Croup 

Cliildren's  Hospital 
144  Elmwood  St 
Barberton,  OH  44203 
(216)  745-4392 

Parent  to  Parent  Support 

814  West  St 
Caldwell,  OH  43724 
(614)  732-5188 

Down  Syndrome  Association 
of  Greater  Cincinnati 

Parent  Listener  Program 
1821  Summit  Rd,Ste  102 
Cincinnati,  OH  45237 
(513)761-5400 

Ohio  Protection  and  Advocacy 

•  8625  Denallen  Dr 
Cincinnati,  OH  45255 
(513)  474-2385 

Family  First 

1821  Summit  Rd.  G-30 
Cincinnati,  OH  45237 
(513)821-3533 

Parent  Connection,  Cleveland 

Regional  Perinatal  Networl< 
11001  Cedar  Ave 
Cleveland,  OH  44106 
(216)844-3391 

The  Family  Information  Network 

246  N  High  St,  4th  Fl 
Columbus,  OH  43266-0118 
(614)644-8389 

Family  First 

291 7  Sherwood  Rd 
Columbus,  OH  43209 
(614)228-4333 

The  Ohio  Head  Injury 
Association 

1335  Dublin  Rd,  Ste  50-A 
Columbus,  OH  43215-1000 
(614)481-7100 


Celebrating  Families  of  Children/ 
Adults  with  Special  Needs 

16  Vassar  Dr 
Dayton,  OH  45406 
(513)275-0990 

Special  Needs  Information  Ctr 

PO  Box  87 
Girard,  OH  44420 
(216)  545-2837 

Miami  Valley  Down  Syndrome 
Association 

1444  Beaver  Creel<Ln 
Kettering,  OK  45429-3704 
(513)294-1240 

NTSA  State  Rep.  Coordinator 

3006  Plum  Creek  Pkwy 
Medina,  OH  44256 
(301)459-9888 

Families  in  Touch 

Mental  Health  Assn  of  Licking  Cty 
65  Messimer  Dr 
Newark,  OH  43055 
(614)522-1351 

Family  Information  Network 
of  NW  Ohio 

1  Stranahan  Sq,  #540 
Toledo,  OH  43604 
(419)  242-9587 


ERIC 

 BaBi4  January 


OKLAHOMA 

Parents  of  Children 
with  Down  Syndrome 

R  3,  Box  SA-65 
Tuttle,  OK  73089 
(405)680-7151 

OREGON 

Parent  Network  Program 

ARC  of  Lane  Cty 
45  W  Broadway,  Ste  205 
Eugene,  OR  97401 
(503)  343-5256 

Caring  Parents 

2825  Barnett  Road 
Medford,  OR  97504 
(503)  773-6281 

NICU  Parent  Support  Group 

Rogue  Valley  Medical  Ctr 
2825  Barnett  Rd 
Medford,  OR  97504 
(503)  770-4233 

Parents  Supporting  Parents 

6901  SW  8th  Ave 
Portland,  OR  97219 
(503)244-6719 

Pilot  Parent  Program,  Tri  Cty 

718WBurnside,  #316 
Portland,  OR  97212 
(503)  223-7279 

Oregon  COPE  Project 

999  Locust  St  NE 
Salem,  OR  97303-5299 
(503)  37q-|;477 
t' 


PENNSYLVANIA 

Family  Outreach 

836  El  5th  St 
Chester,  PA  19013 
(215)872-6313 

Brain  Injury  Support  Groups, 
Heading  On 

595  W  State  St 
Doylestown,  PA  18901 
(215)345-2636 

Parent  Support  Center 

252  Waterford  St 
Edinboro,  PA  16412 
(814)734-5610 

Living  Unlimited 

UHRC 

Penn  State  Univ 
Elizabethtown,  PA  17022 
(717)367-1161 

Westmoreland  Cty 
Parent  to  Parent 

1228Brinkerton  Rd 
Greensburg,  PA  15601 
(412)832-1063 

Down  Syndrome  Support  Group 
of  Lancaster  Cty 

c/o  S  June  Smith  Ctr 
23  N  West  End  Ave 
Lancaster,  PA  17603 
(717)299-4829 

Hemifacial  Microsomia/ 
Goldenhar  Syndrome 
Family  Support  Network 

6  Country  Lane  Way 
Philadelphia,  PA  191 15 
(215)677-4787 

Intensive  Caring  Unlimited 

910  Bent  Ln 
Philadelphia,  PA  191 18 
(215)233-4723 

Parent  Specialist  Education 
Program 

2350  W  Westmoreland  St 
Philadelphia,  PA  19140 
(215)229-4550 

Parent  to  Parent 

1001  Brighton  Rd 
Pittsburgh,  PA  15233 
(412)  322-6008 

Parent  to  Parent 

PO  Box  322 
Temple,  PA  19560 

Charcot-Marie-Tooth 
Association 

601  Upland  Ave 
Upland,  PA  1901 5 
(215)499-7486 

N  Central  Pennsylvania 
Head  Injury  Network 

777  Rural  Ave 
Williamsport,  PA  17701 
(717)321-2660 


RHODE  ISLAND 

Parents  Reaching  Out 

1  Simmons  Road 
Ban-ington,  Rl  02806  . 
(401)  245-5241 

Down  Syndrome  Society  of 
Rhode  island 

99  Bald  Hill  Rd 
Cranston,  Rl  02920 
(401)463-5751 

Parent  Support  Network 

855  Waterman  Ave,  Ste  D 
East  Providence,  Rl  02914 
(401)431-1240 

Parent  Training  Program 

Special  Ed  Program  Services  Unit 
22  Hayes  St 
Providence,  Rl  02908 
(401)  277-3505 

Central  Region  Eariy 
Intervention 

3445  Post  Rd 
PO  Box  7789 
Warwick,  Rl  02887-7789 
(401)739-2700 

SOUTH  CAROLINA 

Family  Support  Program 

Charles  Webb  Easter  Seals  Ctr 
325  Calhoun 
Charleston,  SC  29401 
(803)  723-7224 

Family  Connection  uf  SC 

2712  MiddleburgDr,  Ste  103-B 
Columbia,  SC  29204 
(803)  252-0914 

National  Information 
Clearinghouse  for  Infants  with 
Disabilities 

CDD,  Benson  BIdg,  IstFI 
Columbia,  SC  29208 
(800)  922-9234 

TENNESSEE 

Project  ECHO-ETSU  Center 
for  Eariy  Childhood 

PO  Box  15,  520-A 

Johnson  City,  TN  37614-0002 

(615)929-5662 

Tennessee  Infant-Parent 
Service  for  Hearing  Impaired 

2725  Island  Home  Blvd 
Knoxvllle,  TN  37920 
(615)  579-2456 

Parents  and  Post  Op 

801 -A  Teaberry  Ln 
Knoxvllle,  TN  37919 
(615)691-2418 

Wee  Care 

6019  Walnut  Grove 
Memphis,  TN  38119 
(901)  766-5023 


43 


l-'xcc'ptional  I^arcnt  37 


Parent  To  Parent  Programs 


Parents  of  Special  Children 

PO  60x3196 
Murfreesboro,  TN  37133 
(615)  849-1225 

Parents  Reaching  Out 

203  Burlington 
Nashville,  TN  37215 
(615)297-8129 

TEXAS 

Pilot  Parents 

2818  San  Gabriel 
Austin,  TX  78705-3598 
(512)  476-7044 

Parent  Care  of  Austin 

1603E38'/2St 
Austin,  TX  78722 
(512)  472-8351 

Partners  Resource  Network 

277  N  18th  St  #2 
Beaumont,  TX  77707 
(409)  838-2366 

Down  Syndrome  Guild 

PO  Box  821 174 
Dallas,  TX  75382-1 174 
(214)  239-8771 

Project  KIDS 

Dallas  Ind.  School  District 
12532  Nuestra 
Dallas,  TX  75130 
(214)  490-8701 

Tarrant  Cty  Society  for  Hearing 
Impaired  Infants  &  Youth 

6416  Canyon  Cir 
Fort  Worth,  TX  76133 
(817)  346-0421 

Parent  to  Parent 

3201  Ridgeview  Ln 
Irving,  TX  75062 
(214)  255-7815 

Partners  Resource  Network 

12602  Moss  Hollow  Ct 
Live  Oak,  TX  78233 
(512)  599-0719 

Developmental  Education 
Birth  to  Two 

162819th  St 
Lubbock,  TX  79413 
(806)  766-1172 

Parent  Case  Management 
Program 

3001  8  Jackson 
San  Angelo,  TX  76904 
(915)  949-9535 

Craniofacial  Anomaly  Support 
Association 

3501  Oakhorne  Dr 
San  Antonio,  TX  78247 
(512)  496-0270 

Parent  Helpline 

PO  Box  7330,  Station  A 
San  Antonio,  TX  78285 
(R1  o\  OOR.0222 
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UTAH 

Graduate  Parents— Primary 

Children's  Medical  Ctr  (NICU) 

1 00  N  Medical  Dr 

Salt  Lake  City,  UT  841 13-1 100 

(801)588-3899 

Parent  to  Parent 

Univ  of  Utah  Hospital 

50  North  Medical  Dr,  Rm  2553 

Salt  Lake  City,  UT84132 

(801)581-2098 

HOPE— A  Parent  to  Parent 
Network 

2290  E  4500  S.Ste  110 
Sai.^Lake  City,  UT84117 

(801)  272-1051 

VERMONT 

Vermont  Interdisciplinary  Team 
for  Intensive  Special  Ed 

Center  for  DD/UAP 
Univ  of  Vermont  499C 
Waterman  BIdg 
Burlington,  VT  05405-01 60 

(802)  656-4031 

Treacher  Collins  Foundation 

PO  Box  683 
Norwich,  VT  05055 
(802)  649-3020 

Parent  to  Parent  of  Vermont 

1  Main  St 
69  Champlain  Mill 
Winooski,  VT  05404 
(802)  655-5290 

VIRGINIA 

Southwest  Virginia 
Parent  to  Parent 

Developmental  Services 
Drawer  II 

Big  Stone  Gap,  VA  2421 9 
(703)  523-0682 

Craniofacial  Anomalies  Clinic 

UVA  Medical  Ctr 
Box  376 

Charlottesville,  VA  22908 
(804)  924-5801 

Human  Growth  Foundation 

7777  Leesburg  Pike,  Ste  202S 
Falls  Church,  VA  22043 
(800)451-6434 

Harrisonburg-Rockingham 
Parent  to  Parent 

1251  Smithland  Rd 
Harrisonburg,  VA  22801 
(703)  433-5821 

Twin  Cty/Galax  Parent  to  Parent 

PO  Box  931 
Hillsville,  VA  24343 
(703)  236-2122 


Parent  to  Parent  of 
Southside  Virginia 

2008  Wakefield  St 
Petersburg,  VA  23805 
(804)  862-9940 

Parent  to  Parent,  Family  and 
Children's  Service 

1518  Willow  Lawn  Dr 
Richmond,  VA  23230 
(804)  282-4255 

Parent  to  Parent, 
Roanoke  Valley 

3020  Mansfield  St 
Roanoke,  VA  24012 
(703)  366-3551 

Parent  to  Parent  Support  Group 

2110Avenel  Ave 
Roanoke,  VA  24015 
(703)  774-3636 

Parents  of  Children  with 
Down  Syndrome 

451  Orchard  St 
Vienna,  VA  22180 
(703)  281-1211 

WASHINGTON 

Parent  to  Parent 

c/o  WCEL 
1101  State  St 
Bellingham,  WA  98225 
(206)  671-3660 

Parent  to  Parent,  Kitsap  Cty 

The  ARC  of  Kitsap  Cty 
3232  N  Penv 
Bremerton,  WA  98310 
(206)  377-3473 

Parent  to  Parent,  Lewis  Cty 

Infant/Toddler  Development  Ctr 
156  NW  Prindle 
Chehalis,  WA  98532 
(206)  748-4359 

Parent  to  Parent, 
Whitman/Garfield/Asotin  Ctys 

1452  Highland 
Ciarkston,  WA  99430 
(509)  758-9420 

Parent  to  Parent,  Snohomish  Cty 

The  ARC  Of  Snohomish  Cty 
PO  Box  602 
Everett,  WA  98206 
(206)  258-2459 

Parent  to  Parent,  Whatcom  Cty 

3778  Aldergrove  Rd 
Ferndale,  WA  98248 
(206)  366-3728 

Parent  to  Parent, 
Garys  Harbor  Cty 

722  Queen  Ave 
Hoquiam,  WA  98550 
(206)533-2187 
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Parent  to  Parent, 
Cowlitz/Wahkiakum  Ctys 

The  ARC  of  Cowlitz  Valley 
1129  Broadway 
Longview,  WA  98632 
(206)  425-5494 

Parent  to  Parent, 
Grant/Adams/Lincoln  Ctys 

903  W  3rd 

Moses  Lake,  WA  98837 
(509)  765-3686 

Parent  to  Parent,  Skagit  Cty 

PO  Box  1833 

Mount  Vernon,  WA  98273 

(206)  757-7048 

Parent  to  Parent,  Island  Cty 

3597  350th  Ave  W 
Oak  Harbor,  WA  98277 
(206)  675-1409 

Parent  to  Parent,  Thurston  Cty 

1703  Estate  St 
Olympia,  WA  98506 
(206)  352-1126 

Parent  to  Parent,  Okanogan  Cty 

PO  Box  3051 
Omak,  WA  98841 
(509)826-0716 

Parent  to  Parent,  Clallam  Cty 

2039  W  10th  St 

Port  Angeles,  WA  98362 

(206)  457-1282 

Parent  to  Parent 
Support  Program 

1009  Georgiana  St 
Port  Angeles,  WA  98362 
(206)  457-8355 

Parent  to  Parent,  Jefferson  Cty 

1435  Corona  St 

Port  Townsend,  WA  98368 

(206)  385-7666 

Parent  to  Parent, 
Benton/Franklin  Ctys 

The  ARC  of  Tri-Cities 
767  Williams  Blvd 
Richland,  WA  99352 
(509)  943-2908 

Parent  to  Parent  Programs 
State  Office 

The  ARC-King  Cty 
10550  Lake  City  Way  NE,  Ste  A 
Seattle,  WA  98125-7752 
(206)  948-7322 

Parent  to  Parent,  King  Cty 

10550  Lake  City  Way  NE,  Ste  A 
Seattle,  WA  98125-7752 
(206)  364-4645 

The  Cleft  Connection 
c/o  CSHCN 

Seattle-King  County  Health  Dept 
110  Prefontaine  PI  S,  Ste  500 
Seattle,  WA  98104 
(206)  296-4665 
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Parent  To  Parent  Programs 


Parent  to  Parent,  Mason  Cty 

SE  290  Alpine  Ave 
Shelton.WA  98584 
(206)426-1005 

Parent  to  Parent,  Spokane  Cty 

The  ARC  of  Spokane  Cty 
W  127  Boone  Ave 
Spokane,  WA  99201 
(509)  244-4499 

Parent  to  l-'arent.  Pierce  Cty 

12208  Pacific  Hw^SW 
Tacoma,WA  98499 
(206)  588-1741 

Parent  to  Parent,  Clark  Cty 

The  ARC  of  Clark  Cty 
PO  Box  2608 
Vancouver,  WA  98668 
(206)254-1562 

Parent  to  Parent,  Walla 
Walla/Pacific  Ctys 

Dept  of  Human  Services 
PO  Box  1595 
Walla  Walla,  WA  99362 
(50 ;)  527-3278 

Parent  to  Parent, 
Chelan/Douglas  Ctys 

PO  Box  1 

Wenatchee,  WA  98807 
(509)  782-4476 

Parent  to  Parent, 
Yakima/Kittitas  Ctys 

603  SI  8th  Ave 
Yakima,  WA  98902 
(509)452-1382 

WEST  VIRGINIA 

Autism  Services  Ctr 

Pritchard  BIdg.  Ste  907 
605  9th  St 
PO  Box  507 

Huntington,  WV  25710-0507 
(304)525-8014 

West  Virginia  Head  Injury  Fdn 

PO  Box  574 

Institute,  WV  251 12-0574 
(304)  766-4892 

WISCONSIN 

Pilot  Parents 

R  2,  Box  434 
Ashland,  Wl  54806 
(715)682-7171 

Mothers  United  for 
Moral  Support 

150  Custer  Ct 
Green  Bay,  Wl  54301 
(414)336-5333 


D.E.A.F. 

PO  Box  23825 

Green  Bay,  Wl  54305-5825 

(414)437-7531 

Brown  County  ARC 

PO  Box  12770 

Green  Bay,  Wl  54307-2770 

(414)498-2599 


Wee-Life  Parents 

216ASMainSt 
PO  Box  193 
Lodi,  Wl  53555 
(608)  592-4648 

Cleft  Lip  and  Palate  Helpline 

2808  E  Newton  Ave 
Milwaukee,  Wl  53211 
(414)  962-1053 


SW  Wisconsin  Parents  of  Down 
Syndrome  Persons 

18716  W  Mound  Rd 
Platteville,  Wl  53818 
(608)  348-8906 

Parent  to  Parent 

ARC 

818  6th  St 
Racine,  Wl  53403 
(414)634-6303 


Take  a 
Firm 
Position! 


1  liii-i'  models.  Ihiee  colots.  rugged, 
duriibre  lightweight,  more  than 
iwenty  positiointig  ieal.uies.  three 
year  warranty  ■    '  ■ 


"Convaid  Cruisers"  .  .  .  firm  positioning  buggies 
for  children  with  special  needs. 

Your  child's  comfort  is  assured  by  the  care  and  construction  that 
goes  into  every  Convaid  Cruiser  because  the  patented  fold  of  the  ^ 
Cruiser  ^ives  your  child  finii  positioning^.  In  fact,  the  more  your  child's 
body  weight  presses  down,  the  firmer  the  upholstery  becomes. 
When  you  travel,  the  Cruiser  folds  easily  to  fit  into  your  trunk  or 
backseat. 


lERlC 

— ■Hapj94  January 


i  V 


Convaid 

PRODUCTS  INC 


45 


P.O.  Box  2458/Palos  Verdes,  California  90274 
310-539-6814  / 1-800-552-1020  TOLL  FREE 
FAX  310-539-3670  Circle  #1 6 


I'.xceptional  Parent  39 


This  year,  millions  of  families  just 
like  yours  will  decide  to  take  home  tlieir 
very  first  personal  computer 

You  miglit  be  looking  to  give  your 
children  m 
edge  in  school. 
Or  bring  work  home 
from  the  office.  Or 
make  them 
newsletter  look 
I?!:  a  little  more 
professional. 
The  first 

A  aimlmkrsbiiM  be  My  lo  buy.  So  Step  in  finding 
wiirjiimily  limb  m  one  Ixix.     '  therightCOm- 

puter  is  to  ask  a  few  simple  questions. 
WlMtdoyou  really  need  in  a  computer? 

Vbu  Ciin  plunge  into  books  thicker 
than  the  Peoria  white  p:iges  to  find  the 
answer  immersing  \'ourself  in  the  mega- 
bytes and  whosiwhatzits  of 
computer  terminolog)'  just 
to  figure  out  your  choices. 

Or  you  can  look  into  a 
new  kind  of  personal  com- 
puter: Performa.  The 
famil\'  Macintosh. 

We  started  by 
putting  everything 
together  in  one  box,  so 
you  wouldn't  haw  to  figure 
out  what  components  to  buy  Plug  tlie 
monitor  into  the  computer,  plug  the  power 
cord  into  the  wall,  and  you're  ready  to  go. 

Wmt  sofluwe  do  you  need? 


to  bii7)air  first 

perscaial  computer 


The  magic  of  a  personal  computer  is 
that  you  can  change  what  it  does  simpl)' 
by  changing  the  software. 

You  can  turn  the  same  computer  from 
a  powerHil  calculating  tool  into  an  artists, 
palette  into  an  arcade  game. 

A  Macintosh  Performa  arrives  in  your 
home  with  the  most  popular  kinds  of  soft- 
ware already  installed.  So 
right  out  of  the 
box.  your  family 
am  do  things  like 
write  a  term  paper  calculate 
the  household  budget,  orgjinize  m 
entire  scout  troop  or  keep  a  mail- 
ing list  of  all  your  relatives.  (Plug  in  m 
affordable  Apple  StyleWriter  II 


.1  i  iiiii/mler  fboMk-ljiyoiir  hub  In  Itwii  <ll 
iiiiirse.  iiKiivsibiidb      yi/ile miii/vli'i-^  -  In 
Imh  fierylbms;  /iviii  /'runs  In  I'lunlh-rl 


Acuiiiliiilerslxmli/pmleilydiir 
im  esliiieiil.  I'erforiiui  imibes  il  eusy  lo 
tiriiirasyoiirfiiiiiilysiieabiimu:  lo  U-l  you  iM  iwir 
MliiMiliesim(ll(ikui(liwiltiKei)l'fulimim^^ 

printer  and  all  these  projects  take  on  the 
professional  look  of  typeset  documents.) 

Of  course,  Performa  also  gives  you  the 
power  to  mn  thousands  of  other  programs 
you  can  buy  If  you  use  a  computer  at  work, 
many  of  those  same  programs  are  avail- 
iible  for  the  Macintosh  Performa  (from 
Lotus  1-2-3  to  WordPerfect).  And  it  lets  your 
kids  Riir  m;ui\'  of  the  same  software  pro- 
grams used  in  schools  (more  schools  use 
Apple  computers  than  any  other  brand) . 


W-'X-W'  llM*«"'ii''',.,i„//,7;(V,r,,A„.,/,  v/,,-|f..-/ /■  (/..•.„;i„/,  ...7„,„,    .  /W  /  VfV.  I  ..w/..//.  r /.i.  |// 


V.  nvnn/  Vl<  "l  W'l  V'  l(./ilWi.('. 


ERIC  L.'l-)ti()nal  I'arc 


nt 


4{j 


January  1994 


A  com 


'i/mler  should  be  eiity  lo  .«V  /</).  .*  <i  Maciii  osh  l\-r/or»i<i  nijuim  no  Imk  -  iiol  cnii  one  oflhcA: 


Will  everybody  in  the  family  be 
able  to  me  it? 

It  doesn't  mutter  how  powerful  a  com- 
puter is  if  wur  family  ciuit  figure  out  how 
it  works.  Fortunately,  Performa  comhines 
enougli  power  to  am  a  whole  business  with 
the  practical  simplicitN' of 
a  Macintosh. 


Performa  even  includes  special  soft- 
ware called  At  Ease"  that  makers  it  easy  for 
very  young  children  to  use. 

Other  computers  may  look  simple 
in  the  store.  But  if  you  click  the 
wTong  button,  you  could  find 
yourself  staring  at  complex 
computer  codes. 
Are  there  any  hidden  costs? 

Often,  the  base  price  of  a 
computer  doesn't  include  things  you 
really  need  or  want  as  soon  iis  you  get 
^  your  computer  home. 

\bu  may  have  to  pay  extra 
forbiisic  things  like  sound  and 
graphics.  \o\.\  may  have  to  buy  soft- 
ware separately.     may  even  have  to 
'  extra  for  a  keyboard,  a  mouse  and 
I  color  monitor 

With  Performa,  dl  of 
these  things  are  included 
for  one  affordable 
price.  Kvery  Performa 
model  even  includes  a  fax/modem. 

W)ere  can  you  get  help 
if  you  need  it? 

Even  with  the  eiisiest  com- 
puter, you  may  ha\  e  a  few 
questions  now  and  then. 
So  every  Performa 
includes  unlim- 
ited toll-free 


telephone  support.  Better  yet,  should  your 
Performa  need  service 


,•1  wmpulcr 
shutiUI  help  your 
fmiily  do  iihiiiy  Ihiiijts. 
'erfonnii  Ixix  Ikjinuvr  lo 
jj  oar  \(X)0  letiniiiii;.  te/wiw 
midenUriainimillironntms  -  all  tif 
easy  lo  use  iis  ii  Mciciiilosh. 

in  tlie  first  year,  we'll  come  to  you* 

The  built-in  fax/modem  even  lets 
you  send  a  fax  directly  from  TOur  desk  to  a 
fax  machine  (or  connect,  via  telephone,  to 
services  like  Ameriai  Online  and  Prodig\'). 

The  whole  idea  is  to  make  owiing  a 
personal  computer  an  incredibly  satisf\'ing 
experience.  To  find 
out  how  easy  it  can 
actually  be,  call  us  at 
800-538-9696,  ext.  215. 
We'll  fflvevoutlie  name 

A  mnipuler should liiiv  wu 

wujidena'..'i^.\ilM^  anduumberofa 

I'erloriiM  mimh's  ii  yeur  oj 

ui-lMine  seiTke  imd  uiilmi-  „    r  l  •\ 

iled  loll-free  leiei^mekp.  Performa  reUiiler  near 
you.  Then  you'll  discover  the  most  impor- 
tiuit  power  a  persoiiiil  computer  can  bring 
your  family  The  power  to  be  your  best. 

Performa  6 


>  The  Family  Macintosh 
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Kennedy  Krieger  Institute 

A  cormrehmat  rtsourcc  hr 
wiUnrrt  Kith  dmoiUim 


Coll  us  to  lalk  about  you:  c"0"re/n.s.  ilighi 
01  ietveie.  We  con  he'p 

(4 1 01  550-9400/ 1  ■800-873-3377 
707  North  Broadway 
Baltimore,  MD  2 1 205 


Children's 
Laughter  is 
music  to 
our  ears. 

Our  dedicated  staff  at  tlie 
Kennedy  Kriegei  Institute  is 
devoted  to  helping  children 
and  adolescents  with  physi- 
cal, mental  oi  educolional 
disabilities.  Through  diagno- 
sis, treatment  and  education, 
we  can  help  find  the  key  that 
unlocks  the  future  for  youi 
child  and  your  family. 

Kennedy  Krieger  Insilure... 
providing  quolily  ietvices  (or 
youngsters  o!  ony  cige  wilii. 

•  Assisri.e  leilinolixjy  Needs 

•  Vy-.rivr  ^iritt  ^.m^^'oot.'  D'-^kijs 

•  'AelClMrc.  &  Dwjcriprciliv 
D,<,>AtciS 

•  Li?arning  Piobltriis  und  Dixiljililie-, 

•  .VVr-.lcil  Rf.r:)riturM.>r, 

•  K'od  lri|urv 

•  B,rrl>  D<.ieci> 

•  (  orolinil  PolS) 

•  f'-?od'iit^  Diwrdf", 

•  B'-"'tl!lV'0'  f'lobin'M 

•  fx  A"  S,.>!ji(  .r:-.- 

•  Otlu-i  Srx-iici!  Nocds 


Circle  #45 


Our  prices  make 
everyone  happy! 


Send  for  a  free  catalog 
of  adaptive 
equipment. 


lifeHannini 
Should  Be  i; 

Tfeam  Effort 


Every  month.  E.state  Planning  lor  Per- 
.son.s  witli  Di.sabiiitics  (EPPD)  provides 
es.sentiai  information  and  guidance  to 
hundred.s  of  fainilie.s  with  a  son  or 
daughter  who  is  disabled.  Our  national 
network  of  attorneys  and  estate  plan- 
ners helps  to  develop  comprehensive 
life  plans  including  wills,  .special  needs 
trusts,  guardian.ship.s.  advocacy,  bal- 
ancing private  and  governinent  bcn- 
efil.s.  EPPD  provides  FREE  initial 
interviews  to  deierinine  need.s  and 
FREE  group  seminars  for  parenl.s. 
EPPD  i.s  not  a  guardianship  or  master 
Iru.st.  but  a.s.si.st.s  parents  in  locating 
services  necessary  to  provide  a  secure 
future  for  their  loved  one.  Call  today  to 
receive  a  FREE  brochure  and  the  loca- 
tion of  your  nearest  EPPD  office. 

Circle 


Richard  W.  Fee 
Executive  Director 

S'lilioiuil  Offii  e 
Sitile  112.  ilOOArapiihacAveiiiif 
HimUler.  Cchrmlo  moi 

800-448-1071 


ESTATE 
PLANNING  FOR 
PERSONS  WITH 
DISABILITIES 


#26 


A  Division  Ci\  Protective  Lite 
Insurance  Company 


Let  us  help  you  and  your  child  with  friendly,  high 
quality  materials: 


picture  communication 
feeding  and  swallowing 


language  development 

featuring  the  Hanen  Program 

toys  and  games  to  train 
daily  living  skills 


PkUires  fliou'n  art'  lommuniaitum 
ilicki'rs  from  our  Pick  'n  Slick 
Primary  Pack. 


Call  or  write  for  our  free  catalog: 
Imaginart  Communication  Products 
307  Arizona  Street,  Dept.  EP4,  Bisbee,  AZ  85603 


ERIC. 
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Alliance  for  Technolpgy 
Access  Centers 


ALABAMA 

Birmingham  Alliance  for 
Technology  Access  Center 

Birmingham  Independent  Living  Ctr 
206  13th  St  S 

Birmingham,  AL  35253-1317 
(205)251-2223/0863 
(205)  251-0605  (FAX) 
AppleLinl<:  BILC 

1,2,3,4,5,7,8,9,10.11,14,15,16,17 

Technology  Assistance  for 
Special  Consumers 

PO  Box  443 
Huntsvilie,  AL  35804 
(205)  532-5996 
AppleLinl<:  TASC 
1,2,3,4,5,7,8,9,10,11,12,14,16,17 

ALASKA 

Alaska  Services  For  Enabling 
Technology 

PO  Box  6485 
Sitl<a,  AK  99835 
(907)747-3019 
AppleLinl<:  ASET.SE 
1,4,8,16 

ARKANSAS 

Technology  Resource  Center 

c/o  Arl<ansas  Easter  Seal  Society 
2801  Lee  Ave 
Little  Rock,  AR  72205 
(501)663-8331 
(501)660-1057  (FAX) 
AppleLink:  TRC 

1,2,3,4,5,6, 7,8,10,11,12, 13, 14,15, 16, 
1 7,  team  evaluations  (or  augmenta- 
tive communicatbn,  computer 
access,  environmental  controls,  aug- 
mentative communication  camp 

Key 

1  Hands-on  computer 
demonstrations 

2  Guided  explomtion  and  technical 
consultations 

3  Technical  assistance  to  employee 

4  Equipment,  software  and 
video  loans 

8  FamHy  support  and  advocacy 

6  Computer  camps 

7  After-school  programs 

8  PubHcavenUandprssentations 

0  Minority  and  tow-meomeoutrsach 

10  Adapted  toy  programs 

11  ToyHbraiy 

12  Woikshops 

13  Usergroups 

14  Eariy  intervention  setvioes 

18  Transition  training  for  young  adults 
16  Technical  support  servhses 
^  '~  Protoaaional  development 


CALIFORNIA 

Computer  Access  Center 

1807  Wilshire  Blvd,  #202 
Santa  Monica,  CA  90403 
(310)  829-6395 
AppleLink:  CAC.SM 
1,2,3,4,5,7,8,9,12,13,14,15,16,17 

DCCG— Technology  Resources 
For  People  with  Disabilities 

2547  8thSt,  12-A 
Berkeley,  CA  94710-2572 
(510)841-3224 
(510)  841-7956  (FAX) 
AppleLink:  DCCG 
1,2,3,4,5,6  7,8,9, 10,11,12,14,16,17, 
works  with  local  school  districts 
regarding  individual  students  on 
contractual  basis 

Foundation  for  Technology 
Access 

1128  Solano  Ave 
Albany,  CA  94706 
(510)  528-0747 
(510)  528-0746  (FAX) 
AppleLink:  FTA 
3,8,9, 12,11,15,16,17,  national 
general  information  center 

Sacramento  Center  for  Assistive 
Technology 

Mather  Hgts  Elementary  School 
Mather  Air  Force  Base 
Rancho  Cordova,  CA  95655-3399 
(916)361-0553 
(916)  399-5366  (FAX) 
AppleLink:  SCAT 
1,2,3,4.5,6,8,9,10,11,12,13,14,15, 
16,17 

Special  Avrareness 
Computer  Center 

Rehabilitation  Unit  North 
2975  N  Sycamore  Dr 
Simi  Valley,  CA  93065 
(805)582-1881 
AppleLink:  SACC 
1.2.3.4.5.7.8.9.12.14.16.17 


ERIC 


Special  Technology  Center 

590  Castro  St 

Mountain  View,  CA  94041 

(415)961-6789 

(415)961-6775  (FAX) 

1,2.3.5.8.9.12.14.16.17 

Team  of  Advocates 
for  Special  Kids 

lOOWCerritos 
Anaheim,  CA  92805-6546 
(714)533-8275 
(714)  533-2533  (FAX) 
AppleLink:  TASK 

1.2.3,4.5, 7,8,9, 10.11, 12. 14. 15. 16.17 
i  .  t' 


The  Foundation  for  Technology  Access 
(FTA)  began  in  1987  as  a  joint  project  of  a 
grass-roots  organization — ^Disabled 
Children's  Computer  Group — and  a  major 
corporation — ^Apple  Computer. 

From  a  small  group  of  parents,  con- 
sumers and  professionals,  FTA  has  grown 
to  become  one  of  the  nation's  largest 
resources  for  helping  adults  and  children 
with  disabilities  gain  access  to  the  benefits 
of  adaptive  technology. 

FTA's  most  important  means  of  pro- 
moting technology  access  may  be  its 
Alliance  for  Technology  Access  (ATA),  a 
nationwide  network  of  community-based 
assistive  technology  resource  centers.  ATA 
centers  work  with  a  wide  variety  of  indi- 
viduals and  organizations  and  have  no  eli- 
gibility criteria  for  determining  who  may 
receive  services.  Most  centers  provide 
hands-on  consultations  and  product 
demonstrations,  make  recommendations 
and  refenals,  and  present  workshops  on 
technology  use. 

Individual  centers  may  also  offer  addi- 
tional services.  The  following  pages  pro- 
vide an  up-to-date  directory  of  ATA  cen- 
ters, with  a  description  of  the  specific  ser- 
vices offered  by  each. 

FLORIDA 

Computer  CITE 

215  E  New  Hampshire  St 
Orlando,  FL  32804 
(407)  898-2483 
(407)  895-5255  (FAX) 
AppleLink:  CITE 
1.2.3.4.5.6.7.8,9.10.11.12,13.14. 

15.16.17 

GEORGIA 

Tech-Able 

1040  Irwin  Bridge  Rd 
Conyers,  GA  30207-4323 
(404)  922-6768 
(404)  922-9813  (FAX) 
AppleLink:  TECHABLE 
1.2.3.4.5.6.8.9. 10.11.12. 13. 14.16. 
1 7,  Braille  printer  and  scanner 
available  ' 
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Alliance  for  Tedmology  Access  Centers 


HAWAII 

Aloha  Special  Technology 
Access  Center 

1750KalakauaAve,  #1008 
Honolulu,  HI  96826-3725 
(808)  955-4464  (Voice/Fax) 
AppleLink:  ALOHASTAC 
7,2,3,4,5,8,9,70,72,74,76 

ILLINOIS 

Northern  Illinois  Center  for 
Adaptive  Technology 

3615  Louisiana  Rd 
Rockford,  IL  61108-6195 
(815)229-2163 
(815)  229-2120  (FAX) 
AppleLink:  ILCAT 
7,2,3,4,5,8,9. 72, 73, 14, 15, 16, 1 7, 
information  and  referral  for  nine 
northern  Illinois  counties 

Technical  Aids  &  Assistance  for 
the  Disabled  Center 

1 950  W  Roosevelt 

Chicago,  IL  60608 

(312)421-3373 

(312)  421-3464  (FAX) 

AppleLink:  TAAD 

1,2,3,4,5, 7,8,9, 12, 13, 14, 15,16,17 

INDIANA 

Assistive  Technology  Training 
and  Information  Center 

3354  Pine  Hill  Dr 
PO  Box  2441 
Vincennes,  IN  47591 
(812)  886-0575 
(812)  882-3575  (FAX) 
AppleLink:  ATTIC 
1.2,3,5,8,9, 10,11, 12, 13, 14, 75, 76, 
mral  outreach  center  for  training 
parents  on  federal  and  state  edu- 
cation laws,  curriculum  adoption, 
inclusion 


Key 

1  Hands-on  computer 
damonstratkm* 

2  Guid«d»xploretlon«ndt«ohnlcal 
consuttatlon* 

3  Technteal  sMhttanc*  to  employers 

4  Equipmantitoftwareand 
vidwloant 

5  Family  support  and  Advocacy 

6  Computer  camps 

7  Aftar-tchool  programs 

B  Public  avatits  and  pras«nUtlons 

9  Minority  and  low-lnconw  outtaoch 

10  Adapted  toy  programa 

11  ToyHljiBfy 

12  Wortcstwps 

13  Usw'Broups 

14  Earty  Intarvantlon  s«tvices 

1 5  Transition  training  (or  young  adults 

16  Taohnical  support  sorvioaa 
1      Q    Mtol  davalopmant 
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KANSAS 

Technology  Resources  and 
Solutions  for  People 

3023  Canterbury 
Salina,  KB  67401 
(913)  827-0301 
(913)  827-5446  (FAX) 
AppleLink:  TRSP 
1.2,3,4,5,7,8,10,11,12,14,16 

KENTUCKY 

Blue  Grass  Technology  Center 
for  People  with  Disabilities 

1 69  N  Limestone 
Lexington,  KY  40507 
(606)  255-9951 
(606)  255-0059  (FAX) 
AppleLink:  BLUEGRASS 
1.2.3,4,5,8,10,11,12,14.16,17, 
"Agribility"  program  provides 
technology  to  farmers  and  farm 
families 

Disabled  Citizens 
Computer  Center 

Louisville  Free  Public  Library 
301  York  St 

Louisville,  KY  40203-2257 
(502)574-1637 
(502)574-1671  (FAX) 
AppleLink:  DCCC 
1,2.3.5,8,9,10, 1 1, 12, 14, 15.16,17 

RA-Eastem  Support  Center 

1531  DawnDr 

Louisville,  KY  40216-1617 

(502)  449-0645  (Voice/Fax) 

AppleLink:  GLASS 

East  coast  technical  assistance 

office  for  people  who  want  to  start 

ATA  centers  in  their  communites 

SpeclaLink 

36  W  5th  St 

Covington,  KY41011 

(606)491-2464 

(606)  491 -2495  (FAX/TDD) 

AppleLink:  SPECIALINK 

7,2,3,4,5,8,9, 10.11,12. 13, 14.16. 1 7 

LOUISIANA 

CATER-Center  for  Adaptive 
Technology  and  Educational 
Resources 

4323  Division  St,  StellO-B 
Metairie,  LA  70002-3179 
(504)  888-5248/0163 
(504)  286-5588  (FAX) 
AppleLink:  CATER 
7,2,4,5, 7,8.9, 70,72, 75, '3,7  7 


MAINE 

Maine  Parent  Federation 

PO  Box  2067 

Augusta,  ME  04338-2067 

(207)  582-2504 

(207)  582-3638  (FAX) 

AppleLink:  MPF 

5,9,72,76 

MARYLAND 

Learning  Independence 
Through  Computers 

28EOstend  St,Ste140 
Baltimore,  MD  21230 
(410)659-5462 
(410)  539-2087  (FAX) 
AppleLink:  LINC 
1,2,3,4,5.6,8.9,10,12.14,16.17 

MASSACHUSETTS 

Massachusetts  Special 
Technology  Access  Center 

12  MudgeWay,  1-6 
Bedford,  MA  01730-2138 
(617)  275-2446 
AppleLink:  MASTAC 
1.2,3.5,6,8,10,11,12,13.16,17. 
software  lending  library,  classes, 
referral  services,  newsletter 

MICHIGAN 

Living  &  Learning 
Resource  Centre 

Physically  Impaired  Assn  of 

Michigan 

601  W  Maple  St 

Unsing,  Ml  48906-5038 

(800)  833-1996  (Ml) 

(517)  487-0883 

(517)  371-5898  (FAX) 

AppleLink:  LLRCPIAM 

1.2.3,4,8,9,12.14,16.17 

MINNESOTA 

PACER  Center 

4826  Chicago  Ave  S 
Minneapolis,  MN  55417-1055 
(612)  827-2966  (Voice/TDD) 
612)827-3065  (FAX) 
AppleLink:  PACER.CTR 
7,2,3,4,5,8,9, 70, 72, 73, 74, 75, 76, 17 

MISSOURI 

Technology  Access  Center 

121 10  Clayton  Rd 
St  Louis,  MO  63131-2599 
(800)  735-2466 
(314)  569-8404/8100 
(314)  993-5937 
(314)  569-8400  (TDD) 
AppleLink:  TACSTL 
7,2,3,4,5,6,8,72,75,76,7  7 


5U 


MONTANA 

Parents,  Let's  Unite  for  Kids 

1500  N  30th  St 

Billings,  MT  59101-0298 

(406)  657-2055 

(406)  657-2061  (FAX) 

AppleLink:  PLUK 

7,2,3,4,5, 7,8,9, 10, 12, 13. 14, 15.16. 

17.  lEP  support 

NEW  JERSEY 

Computer  Center  for  People 
with  disAbilities 

c/o  Family  Resource  Associates 
35  Haddon  Ave 
Shrewsbury,  NJ  07702-4007 
(908)  747-5310 
(908)  747-5936  (FAX) 
AppleLink:  CCDA 
1,2,5,7,8,9,10,11,12,14,16,17. 
Saturday  pre-vocational  program 
for  teenagers 

The  Center  for  Enabling 
Technology 

9  Whippany  Rd 
PO  Box  272 

Whippany,  NJ  07981-0272 
(201)428-1455 
AppleLink:  CET 
7,2,5,8,9,72,73,75,76,77 

NEW  YORK 

Techspress 

Resource  Center  for  Independent 
Living 

409  Columbia  St 

Utica,  NY  13502 

(315)  797-4642  (Voice/TDD) 

(315)797-4747  (FAX) 

AppleLink:  TECHSPRESS 

7,2,3,4,5, 7,8,9. 10.11. 12. 13. 14. 15, 

16,17,  early  intervention  transition 

NORTH  CAROLINA 

Carolina  Computer 
Access  Center 

Metro  School 
700  E  Second  St 
Charlotte,  NC  28202-2880 
(704)  342-3004  (Voice/FAX) 
AppleLink:  CCAC 
1.2,3.4,5.6.8,9,12.14,16.17 

NORTH  DAKOTA 

Pathfinder  Parent  Training  and 
Information  Center 

ATA  Computer  Resource  Center 
1600  2nd  Ave  SW 
Minot,  ND  58701 
(701)852-9426/9436 
(701)838-9324  (FAX) 
AppleLink:  PATHFINDER 
7,2,4,5,7,8,74,75,77 
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OHIO 

Technology  Resource  Center 

Enabling  People  with  Disabilities 
301  Valley  St 
Dayton,  OH  45404-1840 
(513)222-5222 
(513)222-2101  (FAX) 
AppleLink:  TRCD 
1,2,3,4,5,6,8,9, 10,11. 12, 13, 14, 15. 
16,17 

OREGON 

Oregon  Outback  Technology 
Access  Center 

PO  Box  2916 

U  Grande,  OR  97850 

(503)  962-7258 

AppleLink:  OUTBACK 

1,2,4,5,8,10,11,12,14,15,16 

RHODE  ISLAND 

TechACCESS  of  Rhode  Island 

300  Riclimond  St 
Providence,  Rl  02903-4222 
(401)  273-1990 
(401)  273-1991  (TDD) 
(401)831-1131  (FAX) 
AppleLink:  RHODE.ISLAND 
J,2,5,8,9, 12, 15, 16.17,  Federal 
Technology  Act  Center  for  Rhode 
Island 

TENNESSEE 

East  Tennessee  Special 
Technology  Access  Center 

3525  Emory  Rd  NW 

Powell,  TN  37849 

(615)947-2191 

(615)  947-2194  (FAX) 

AppleLink:  EASTTN 

1,2,3,4,5,6. 7,8,9. 10,11,12.13, 14, 

15,16.17 

Technology  Access  Center  of 
Middle  Tennessee 

Fountain  Square,  Ste  1 26 
2222  Metro  Center  Blvd 
Nashville,  TN  37228 
(800)  368-4651 
(615)248-6733 
(615)  259-2536  (FAX) 
AppleLink:  TAC 
1,2,3,4.5,8,9,12,14,15,16.17 

West  Tennessee  Special 
Technology  Resource  Center 

Lambuth  University 
Carney  Jolinston  Hall 
401  Maple  St,  PO  Box  3683 
Jackson,  TN  38303-3683 
(901)424-9089 
(901)424-9090  (FAX) 
AppleLink:  WESTTN 
1,2,3,4.5,8,9,10,11,12,13.14,15, 

16,17 


TEXAS 

SHIP  Resource  Center 

Univ  United  Metliodist  Cliurcli 
5084  DeZavala  Rd 
San  Antonio,  TX  78249 
(210)822-0995 
(210)  696-7723  (FAX) 
AppleLink:  SHIP 

1,2,3,4.5,7,8.9,10.11,12,13,14.15, 
16.17 


UTAH 

Computer  Center  for  Citizens 
with  Disabilities 

c/o  Horizon  Elementary  School 
51 80S  700 W,  Rm  22 
Mun-ay,  UT84123 
(801)266-0660 
(801)  266-0669  (FAX) 
AppleLink:  CCCD 
1,2,4.8. 12, 14. 1 7,  serves  statewide 
augmentative  communication 
evaluation  teams 

VIRGIN  ISLANDS 

Virgin  Islands  Resource  Center 
for  the  Disabled 

PO  Box  1825 
St  Thomas,  VI 00803 
(809)  777-2253 
(809)  774-5816  (FAX) 
AppleLink:  VIRGIN.ISLDS 
1.5,7.15,16 

VIRGINIA 

Tidewater  Center  for 
Technology  Access 

Special  Education  Annex 

273  N  Witchduck  Rd 

Virginia  Beach,  VA  23462-6507 

(804)473-5136 

(804)  473-5659  (FAX) 

AppleLink:  TCTA 

1,2,3,4.5,8,9.10,11,12,14,15.16.17 

WASHINGTON 

Washington  Technology 
Access  Center 

8705  232nd  PI  SW 
Edmonds,  WA  98026 
(206)  637-9848 
(206)  776-3663  (FAX) 
AppleLink:  WTA 
Internet: 

WTA@AppleLink.Apple.COM 
1,2,3,4,5, 7,8,9, 10,11,12,13. 14, 15. 
16,17,  international  newspaper; 
license  agreements  with  corpora- 
tions and  schools;  two  internation- 
al confetences:  Pacific  Northwest 
Technological  Conference  for 
Special  Needs,  Virtual 
Reality/Virtual  Freedom  confer- 
ence, consults  to  corporations  and 
school  districts 


Confidence, 
Independence, 

Tjic  Crottiial  Mountain  Rehabilitation 
Center  anti  Sch(X)l  offers  inno\ative  acatleniic. 
therapeutic,  re.sitlemiai.  anti  medical  .services 
(le.signed  to  maximize  the  etlucational  potential  of 
physically  aiul  tlevelopmentally  challenged 
children  and  young  adults  with: 

•  HeatI  Injurv-  •  Cerebral  Palsy  •  Spina  Bifida 

•  Auti.sm  •  Down's  Syndrome  •  Developmental. 
Behavioral,  limotional  anti  Neurological  Di.sortlers 

•  1-etal  Substance  l-xposui'e 

The  CMRC  program  includes: 

•  Fully  Accredited  Preparatory  Sduxil  Curriculum 

•Motlern  Residential  Ciroup  Homes 
•  l.icen.setl  Nursing  Facility  •  Day  Students 
•  Total  Communications  Center 

•  Fully  Adaptive  and  Acce.ssible  Sports  Facility 

CROTCHED  .MOUNTAIN 
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Exceptional  Parent  45 


Empowering 
Individuals  to  Share 
Their  God-given  Gifts 
with  the  Community 

Sl  John's  Villa,  founded  in  1948,  is  a  private.  Catholic,  non- 
profit residential  community  providing  a  caring,  loving 
environment  which  enhances  the  growth  of  each  adult 
resident  towards  self-ac  :eptance  and  respect.  The  Villa 
integrates  a  residential  adult  population  with  mild  to  severe 
mental  retardation  with  outreach  programs  in  Carroll  County 
attempting  to  empower  individuals  to  share  their  God-given 
gifts  with  the  community.  Sl  John's  Villa,  nestled  in  the  hills 
of  northeastern  Ohio,  resembles  a  small  rural  community 
and  is  located  near  the  friendly  town  of  Carrollton. 


Services 

'  Vocational  Training 

'  Speech  and  Language 
Development 

'  Physical  Education 
and  Swimming 

'  Case  Management 
Services 


Provided 

•  Leisure  Activities 

•  Personal  Living  Skills 

•  Social  and  Domestic 
Skill  Training 

•  Community-based 
Supportive  Employment 
and  Living 


St.  John's  Villa 


For  Information  Contact: 
Sister  Elaine  Wel)er,  O.S.F. 
Executive  Director 
(216)  627-9789 

Circle  #75 


Mailing  Address: 
P.O.  Box  457 
620  Roswell  Rd.  N.W. 
Carrollton,  OH  44615 


THE  RIGHT  DECISION 

New  England  Villnges  is  a  private,  non-profit  resi- 
dential community  nationally  recognized  for  its 
commitment  to  personal  care  and  a  supportive 
family-like  environment.  We  provide  a  full-range 
of  opportunities  for  your  family  member  in  a  non- 
pressured  lifestyle. 

The  Village  offers  residents  single  or  double 
rooms  in  very  attractive  modern  homes  or  apartments 
set  on  a  beautiful  75-acre  wooded  site  some  25  miles 
south  of  Boston.  Our  vocational  center  provides  for 
the  satisfaction  and  dignity  of  productive  employment 
in  a  supervised  work  set- 
ting. A  wide  range  of 
recreational  opportunities 
and  professional  support  services 
are  available. 

A  private  endowment  and 
minimal  dependency  on  govern- 
ment reimbursement  assures 
stability  now  and  for  the  future. 

Call  or  write  Bryan  Efron,  Ph.D., 
Executive  Director  for  information 
and  a  descriptive  brochure.  A  visit 
to  New  England  Villages  may  help 
you  make  the  right  decision. 


new  england  villages  inc 

A  Model,  Supportive  Community 
For  Mentally  Retarded  Adults 

664EP  School  Street  Pembroke,  MA  02359 


Circle  #55 

(617)293-5461 


Anyone  who  has  ever  visited  the  Cardinal 
Gushing  School  and  Training  Center  and 
Braintree  St.  Coletta  Day  School  will  no  doubt 
express  that  the  experience  was  inspirational. 
The  two  programs,  operated  by  St.  Coletta's  of 
Massachusetts,  are  reminders  that  miracles  can 
happen  when  exceptional  children  are  not 
treated  as  mentally  disabled. 

Established  in  1947,  St.  Coletta's  has  blos- 
somed into  two  distinct  schools  with  over  200 
staff  members.  The  philosophy  of  the  organi- 
zation is  to  provide  an  environment  where 
developmentally-delayed  children  can  develop 
their  abilities  in  an  atmosphere  of  confidence 
and  joy.  Today,  the  schools  offer  what  may  be 
the  best  educational  programs  available  to  ex- 
ceptional children,  consistently  producing 
amazing  results. 

At  the  Braintree  St.  Coletta  Day  School, 
approximately  70  students  ages  5-22,  enjoy  a 
staff  ratio  of  1-3  which  enables  instructors  to 
provide  a  high  degree  of  personal  interaction. 
From  occupati^nal  education  and  behavioral 
management  -  to  the  development  of  social 
and  domestic  skills  -  activities  enable  students 
to  gain  the  highest  possible  degree  of 
independence.  A  residential  component  is  also 

Circle 
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Braintree  St.  Coletta 
Day  School 

Cardinal  Cushing  School 
and  Training  Center 


Located  in  Hanover,  the  Cardinal  Cushing 
School  and  Training  Center  provides  roughly 
160  students  with  academic,  vocational,  and 
residential  programs  for  all  levels  of  develop- 
mentally-delayed  children  and  young  adults 
ages  6-22.  With  residential  placement  for  130 
students  -  accommodating  30  day  attendees  - 
the  programs  guide  students  to  a  chosen  career 
by  instilling  in  them  the  academic,  functional 
and  social  skills. 

From  culinary  arts  and  hotel  maintenance, 
horticulture,  maintenance  and  more,  students 
receive  hands-on  training.  In  addition,  programs 
in  theater  and  sporting,  as  well  as  the  benefits 
of  living  alongside  peers,  further  increase  social 
development.  After  leaving  the  school,  most 
students  are  able  to  find  employment.  In  fact,  a 
notable  alumni  is  Chris  Burke,  star  of  the  ABC 
TV  series  "Life  Goes  On,"  introduced  to  per- 
forming arts  through  the  school. 


St.  Coletta's 

OF  MASSACHUSETTS 

John  W.  Shyne,  Jr,  President 
(617)826-6371 
#73        Hanover,  MA 
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 •  •  Services  Include  •  •   

Prader-Willi  Program 
Vocational  Training 
Independent  Living  Training 
Adaptive  Physical  Therapy 
Speech  Therapy  •  Counseling 
Community  Skills  •  Summer  Programs 
Bi-Lingual  (Spanish)  Program 


z 
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Berkshire  Meadows  -  a  place  of  "small  miracles" 


Hot  water  swirls  and  churns,  limbs  relax,  movement  eases.  A  child  smiles.  Soothed  and 
buoyed  by  the  bubbling  warmth,  he  responds  as  his  arms  and  legs  are  gently  stretched, 
pushing  against  the  flow  of  the  water,  relaxing  back  with  it,  each  movement  broader, 

smoother  than  the  last. 

Young  bodies  float  in  a  broad  expanse  of  bath-tiib-xvarm 
water,  supported  by  flotation  devices,  guided  by 
therapists.  There  is  quiet,  affectionate  encouragement  as 
contorted  limbs  loosen  and  flex;  laughter  at  splashes  and 
water-antics;  shared  pleasure  at  accomplishments: 
reaching  out,  standing,  walking  and  swimtning. 


This  is  hydrotherapy  at  Berkshire  Meadows. 


The  Httle  boy  described  above  does  not  wear  a  daytime  brace  to  maintain  his  range  of  movement.  Instead,  once  a 
week  he  experiences  the  intense  relaxation  of  the  Hubbard  tank.  Kept  at  a  water-temperature  of  98  to  102 
decrees  the  butterfly-shaped  tank  has  a  seat  that  can  be  adjusted  to  a  myriad  different  angles  to  accommodate 
whatever  physical  disabilities  he  has.  The  water  is  pumped  through  jets  that  can  focus  on  any  one  area  of  the 
body  or  provide  constant  high-speed  circulation.  Not  only  does  this  therapy  maintain  and  improve  his  flexibility; 
it  gives  him  relief  from  muscle  spasms  and  pain,  and  provides  sensory  stimulation  that  increases  awareness  of  his 
body  parts.  After  half-an-hour's  hydrotherapy  he  returns  to  his  classroom  calmer,  more  coordinated  and  more 
focused.  His  limbs  are  more  relaxed  and  have  better  range  of  motion  than  at  any  other  time. 

The  young  man  in  the  therapeutic  pool  will  also  experience  a  variety  of  benefits  from  hydrotherapy.  The  water  is 
kept  at  around  94  degrees,  and  the  air  temperature  in  the  room  just  about  the  same.  The  pool  has  a  movable  floor, 
allowing  greater  flexibility  in  programming  and  easy  entry  and  exit.  The  reduction  of  gravity's  effect  enables  the 
children  when  in  the  pool,  to  move  in  ways  in  which  otherwise  they  cannot:  if  they  cannot  walk  on  land  owing  to 
poor  strength  or  joint  pain,  they  might  be  able  to  walk  independently  when  in  the  water,  or  they  might  acquire 
real  movement,  instead  of  spasticity.  Here,  in  the  pool's  supportive  warmth,  weak  muscles  are  strengthened, 
blood  circulation  improved,  paralyzed  muscles  re-educated.  Balance,  co-ordination  and  posture  are  enhanced  - 
and  socialization,  independence,  and  self-esteem  fostered. 

Hydrotherapy  is  just  one  part  of  a  multi-faceted  program  at  Berkshire  Meadows,  a 
private,  non-profit  residential  school  for  children  and  adolescents  who  are 
developmentally  delayed  and  multiply  disabled.  Nestled  in  the  heart  of  the  Berkshire 
Hills,  the  attractive  and  carefully-designed  campus  also  houses  several  cheerful 
residences  and  a  Learning  Center  equipped  with  state-of-the-art  teaching  aids.  The 
program  includes  thorough  medical,  psychiatric  and  nursing  care,  speech  therapy  and 
augmentative  communication,  behavior  management,  physical  therapy  and  functional 
communication.  An  innovative  approach  to  education  includes  sensory  stimuladon,  self 
care,  and  the  development  of  pre-cognitive,  cognitive,  pre-vocational  and  independent 
living  skills.  There  is  an  open-door  visiHng  policy,  with  each  client's  family  encouraged 
to  participate  in  all  aspects  of  their  child's  program. 

At  Berkshire  Meadmvs  xve  believe  that  all  children,  no  matter  how  severely  disabled  or  mentally  retarded, .  m  make  progress, 
and  that  through  careful  assessment  of  all  aspects  of  development,  considered  planning  and  teachmg,round-the-clock 
structure,  and  a  nurturing  etwironmertt,  children  can  achieve  their  tnaximum  potetttial. 

For  further  information,  please  contact:  Ms.  Gail  Charpentier,  Berkshire  Meadows, 

249  North  Plain  Road,  Housatonic,  MA  01236  (413)  528-2523 

Circle  #6   
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Special  Care 
for 

Special  People 

Progressive  education,  home  environment  for  the 
mentally  handicapped  child  and  adult.  Oppor- 
tunity for  educational  progress  at  any  age— multi- 
ple recreational  and  social  activities.  A  year-round 
program  with  an  active  and  full  lifestyle  among 
friends  on  a  600-acre  bluegrass  estate.  Est.  1893. 

Phone  502-875-4664  or 
write  for  brochure 

THE  STEWART  HOME  SCHOOL 

Box  20,  Frankfort,  KY  40601 

Circle  #77     Johi.  P.  Stewart,  M.D.,  Resident  Physician 


Our  software  can  help 
your  special  child! 

Laureate's  award-winning  software  is  designed  by 
clinical  experts  to  meet  the  unique  needs  of  special 
infants  and  children.  Our  FREE  book,  Sequential 
Software  for  Language  Intervention,  tells  how 
Laureate's  talking  programs  can  help  your  child 
build  critical  language  and  cognitive  skills. 

Call  today  for  your  FREE  copy 
of  Sequential  Software  for 
Language  Intervention. 

Call  for  a  FREE 
catalog,  book, 
and  video. 

1-800-562.6801 

Circle  #48 

^  Laureate 

1 10  East  Spring  Street 
\Vinoo.ski,V"l"  05404 
1-8(12-655-475') 


Each  person  is  a  unique  individual 
with  God-given  potential  to  live  a 
personally  satisfying,  productive  life. 
At  St.  Coletta's,  we  not  only  believe 
this,  but  we  act  on  our  belief.  Each 
of  our  students  and  adult  residents 
receives  the  kind  of  personal 
attention  they  might  expect  to 
receive  from  their  own  family.  Their 
education,  home  life,  recreation  and 
leisure  activities,  vocational  training 
and  employment  are  planned  to 
make  the  most  of  their  individual 
interests  and  abilities.  We  are  a 
caring  community  where  euch  of  us 
shares  a  loving  concern  for  one 
another.  In  a  world  where  love  is 
sometimes  in  short  supply,  we  ha  e 
it  in  abundance. 

St.  Colleta  School,  founded  in  1904, 
offers  a  year-round  academic 
residential  program  fa  children  and 
young  adults  (ages  6-25)  with 
mental  retardation.  Special  services 
include  personal  and  vocational 
counseling,  socialization  skills, 


In  A  World 
Where  Love 
Is  Sometimes  In 
Short  Supply 

We  Have 
It  In 
Abundance 
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personal  living  skills,  transitional 
home  living,  speech  and  language 
development,  music  and  art, 
adaptive  ptiysical  education  and 
swimming,  and  physical  and 
occupational  therapy. 


Our  Alverno  ICF/MR  program 
provides  superia  quality  care 
for  adult  residents  in  a 
pleasant,  attractive  setting. 
Wholesome  meals,  attentive 
staff,  and  stimulating  activities 
are  among  the  things  which 
make  Alverno  of  special 
interest  to  families  seeking 
comprehensive  care. 


Other  St.  Coletta  programs  include 
habilltation/vocational  training, 
employment  oppoilunities  for  adult 
workers,  and  community  transitional 
group  homes.  For  further  information, 
contact  the  Admissions  Office  at 
(414)  674-4330. 
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state  Assistive  Technology 

Programs 


ALABAMA 

Alabama  Department  of 
Education 

Division  of  Rehabilitation  Services 
2129  East  South  Blvd 
Montgomery,  AL  361 1 1 
(205)281-8780 

ALASKA 

Assistive  Technologies 
of  Alaska 

400  D  St,  Ste  230 
Anchorage,  AK  99501 
(907)  274-0138  (Voice/TDD) 
(800)  770-0138  (Voice/TDD) 
(907)  274-1399  (FAX) 

ARKANSAS 

Arkansas  Increasing  Capabilties 
Access  Network 

2201  Brookwood,  Ste  117 
Little  Rock,  AR  72202 
(501)  666-8868  (Voice/TDD) 
(800)  828-2799  (In-state  only) 
(501)  666-5319  (FAX) 

CALIFORNIA 

Independent  Living  Division 

California  Dept  of  Rehabilitation 
830  K  St  Mall,  2nd  Fl 
Sacramento,  CA  95814 
(916)  323-0595 

COLORADO 

Colorado  Assistive  Technology 
Project 

Rocky  Mountain  Resource  and 

Training  Institute 

6355  Ward  Rd,  Ste  310 

Arvada.  CO  80004 

(303)  420-2942  (Voice/TDD) 

(303)  420-8675  (FAX) 

CONNECTICUT 

Connecticut  Assistive 
Technology  Project 

Bureau  of  Rehabilitation  Services 
10  Griffin  Rd  N 
Windsor.  CT  06095 
(203)  298-2042 
(203)  298-9590  (FAX) 


DELAWARE 

Delaware  Assistive  Technology 
Initiative 

Applied  Science  and  Engineering 
Laboratories 
University  of  Delaware 
A.I.  duPont  Institute 
1600  Rockland  Rd.  Rm154 
Wilmington.  DEI  9899 
(302)651-6790 
(302)  651-6794  (TDD) 
(302)  651-6793  (FAX) 

DISTRICT  OF 
COLUMBIA 

RESNA  Technical  Assistance 
Project 

1 1 01  Connecticut  Ave  NW,  Ste  700 
Washington,  DC  20036 
(202)  857-1 140  (Voice/TDD) 
(202)  223-4579  (FAX) 
DC  Partnership  for  Assistive 
Technology 

National  Rehabilitation  Hospital 
102  Irving  St  NW 
Washington,  DC  20010 
(202)  877-1498 
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FLORIDA 

Florida  Assistive  Technology 
Project 

Dept  of  Labor  &  Employment 
Div  of  Vocational  Rehabilitation 
Bureau  of  Client  Services 
Rehabilitation  Engineering 
Technology 
1 709-A  Mahan  Dr 
Tallahassee,  FL  32399-0696 
(904)  488-8380 
(904)  488-6210  (FAX) 

GEORGIA 

Georgia  Tools  For  Life 

Division  of  Rehabilitation  Services 
2  Peachtree  St  NW,  Ste  23-41 1 
Atlanta,  GA  30303 
(800)726-9119 
(404)  894-4960 
(404)  657-3084 
(404)  657-3085  (TDD) 
(404)  657-3086  (FAX) 

HAWAII 

Hawaii  Assistive  Technology 
System 

677  Ala  Moana  Blvd.  Ste  403 
Honolulu,  HI  96813 
(808)  532-71 10  (Voice/TDD) 
(808)532-7120  (FAX) 
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IDAHO 

Idaho  Assistive  Technology 
Project 

1 29  W  Third  St 
Moscow,  ID  83843 
(208)  885-9429 
(208)  885-6849 
(208)  885-9056  (FAX) 

ILLINOIS 

Illinois  Assistive  Technology 
Project 

IIOlLESParkPI 
Springfield,  IL62718 
(800)  852-51 10  (In  state  only— 
Voice/TDD) 

(217)  522-7985  (Voice/TDD) 
(217)522-8067  (FAX) 

INDIANA 

Indiana  Attain  (Accessing 
Technology  Through  Awareness 
in  Indiana)  Project 

Indiana  Family  and  Social 

Services  Admin 

Division  of  Aging  and 

Rehabilitation  Services 

402  W  Washington  St,  Rm  W453 

PO  Box  7083 

Indianapolis,  IN  46207-7083 
(800)  545-7763 
(812)  855-9396 
(812)  855-9630  (FAX) 

IOWA 

Iowa  Program  For  Assistive 
Technology 

Iowa  Univ  Affiliated  Program 
Univ  Hospital  School 
Iowa  City,  lA  52242 
(800)  331-3027 
(319)  353-6386 
(319)  356-8284  (FAX) 
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state  Assistive  Technology  Programs 


KANSAS 

Life  Span  Institute 

Univ  of  Kansas 

PO  Box  738 

Parsons,  KS  67357 

(316)  42 1-6550  Ext  1890/1854 

KENTUCKY 

Kentucky  Assistive  Technology 
Services  Network 

Coordinating  Center 
427  Versailles  Rd 
Frankfort,  KY  40601 
(502)  564-4665  (Voice/TDD) 
(502)  564-3976  (FAX) 

LOUISIANA 

Louisiana  Technology 
Assistance  Network 

PO  Box  3455,  Bin  #14 
Baton  Rouge,  LA  70821-3455 
(800)  922-3425 
(800)  256-1633  fTDD) 
(504)  342-2471  (Voice/TDD) 
(504)  342-441 9  (FAX) 

MAINE 

Maine  Consumer  Information 
and  Technology 

Training  Exchange  (Maine  CITE) 
Maine  CITE  Coordinating  Center 
Univ  of  Maine  at  Augusta 
University  Heiglits 
Augusta,  ME  04330 
(207)  621-3195  (Voice/TDD) 
(207)  621-3193  (FAX) 

MARYLAND 

Maryland  Technology 
Assistance  Program 

Governor's  Office  for 
Handicapped  Individuals 
300  W  Lexington  St,  Box  10 
Baltimore,  MD  21201 
(800)  836  4827 
(410)  333-4975 
(410)  333-6674  (FAX) 

MASSACHUSETTS 

Massachusetts  Assistive 
Technology  Partnership  Ctr 

Cliildren's  Hospital 
300  Longwood  Ave 
Boston,  MA  021 15 
(617)  727-5540 
(617)  345-9743  (TDD) 
(617)  735-7820 
(617)735-6345  fTDD) 
(617)  735-6345  (FAX) 


MICHIGAN 

Michigan  Assistive  Technology 
Project 

Micliigan  Dept  of  Education 
Reliabilitation  Services 
PO  Box  30010 
Lansing,  Ml  48909 
(517)  373-4056 
(517)  373-4058  (FAX) 

MINNESOTA 

Minnesota  Star  Program 

300  Centennial  BIdg 

658  Cedar  St 

St.  Paul,  MN  55155 

(800)331-3027 

(612)  297-1554 

(612)  296-9962  fTDD) 

(612)  297-7200  (FAX) 

MISSISSIPPI 

Mississippi  Project  Start 

PO  Box  1698 

300  Capers  Ave,  BIdg  3 
Jackson,  MS  39215-1698 
(601)354-6891  (Voice/TDD) 
(601)354-6080  (FAX) 

MISSOURI 

Missouri  Assistive  Technology 
Project 

Univ  of  Missouri-Kansas  City 

Rm117EDUC 

5100Rockliill  Rd 

Kansas  City,  MO  64110-2499 

(816)235-5342 

(816)235-5339 

(800)  647-8558  fTDD) 

(816)  235-5270  (FAX) 

MONTANA 

MonTECH 

Ttie  Univ  of  Montana 
MUARID,  MonTECH 
634  Eddy  Ave 
Missoula,  MT  59812 
(406)  243-5676 
(406)  243-2349  (FAX) 

NEBRASKA 

Nebraska  Assistive  Technology 
Project 

301  Centennial  Mall  S 
PO  Box  94987 
Lincoln,  68509-4987 
(402)  471-0734 

(402)  471-3647  (Voice/TDD) 
(402)  471 -01 17  (FAX) 


NEVADA 

Nevada  Assistive  Technology 
Project 

Rehabilitation  Division 

Community-Based  Sen/ices  Dept 

71 1  S  Stewart  St 

Carson  City,  NV  89710 

(702)  687-4452 

(702)  687-3388  fTDD) 

(702)  687-3292  (FAX) 

NEW  HAMPSHIRE 

New  Hampshire  Technology 
Partnership  Project 

Institute  on  Disability 
Ten  Ferry  St,  #14 
The  Concord  Center 
Concord,  NH  03301 
(603)  224-0630  (Voice/TDD) 
(603)  228-3270  (FAX) 

NEW  JERSEY 

New  Jersey  Technology 
Assistive  Resource  Program 

Labor  Building,  Room  806,  CN  938 
Trenton,  NJ  08625 
(609)  292-7496 
(609)  292-7556 
(609)  292-4616  (FAX) 

NEW  MEXICO 

New  Mexico  Technology 
Assistance  Program 

435  St,  Michael's  Dr,  BIdg  D 
Santa  Fe,  NM  87503 
(800)  866-2253  (Voice/TDD) 
(505)  827-3532  (Voice/TDD) 
(505)  827-3746  (FAX) 

NEW  YORK 

New  York  State  Triad  Project 

Office  of  Advocate  for  the  Disabled 
One  Empire  State  Plaza,  Tenth  Fl 
Albany,  NY  12223-0001 
(518)  474-2825 
(518)473-4231  fTDD) 
(518)  473-6005  (FAX) 


OHIO 

Ohio  Assistive  Technology 
Project 

400  E  Campus  View  Blvd,  SW5F 
Columbus,  OH  43235-4604 
(614)  438-1450 
(614)  438-1257  (FAX) 

OKLAHOMA 

Oklahoma  Assistive  Technology 
Project 

Dept  of  Human  Services 
Rehabilitation  Services  Division 
DHS,  RS  #24 
PO  Box  25352 
Oklahoma  City,  OK  73125 
(405)  424-431 1 
(405)  427-2753  (FAX) 

OREGON 

Oregon  Technology  Access  For 
Life  Needs  Project 

Chemeketa  Community  College 

TALN  Center 

4000  Lancaster  Dr,  NE 

BIdg  5,  Rm  103 

PO  Box  14007 

Salem,  OR  97309-7070 

(503)  399-6977 

(503)  378-2756  (FAX) 

PENNSYLVANIA 

Pennsylvania's  Initiative  on 
Assistive  Technology 

Institute  on  Disability/UAP 
Ritter  Hall  Annex  433  (004-00) 
Philadelphia,  PA  19122 
(215)  204-1356 
(800.204-7428  (Voice/TDD) 
(215)204-6336  (FAX) 

PUERTO  RICO 

Project  Director 

Box  22484 

University  of  Puerto  Rico  Station 
Rio  Piedras,  PR  00931 
(809)  754-8926 


NORTH  CAROLINA      RHODE  ISLAND 
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North  Carolina  Assistive 
Technology  Project 

Dept  of  Human  Resources 
Division  of  Vocational 
Rehabilitation  Services 
mONavaho  Dr,  Ste  101 
Raleigh.  NC  27609 
(800)  852-0042 
(919)  850-2787  (Voice/TDD) 
(919)  850-2792  (FAX) 

NORTH  DAKOTA 

Director  of  Rehabilitation 

Office  of  Rehabilitation 
400  E  Broadway,  Ste  303 
Bismarck,  ND  58501 
(701)  224-3999 


Office  of  Rehabilitation  Services 

40  Fountain  St 
Providence,  Rl  02903 
(401)421-7005 

SAMOA 

American  Samoa  Division  of 
Vocational  Rehabilitation 

Dept  of  Human  Resources 
Pago  Pago,  American  Samoa 
96799 

(684)  633-2336 
(684)633-7183 
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stR()LL  Into 

A  New  World 


SOUTH  CAROLINA  VERMONT 


South  Carolina  Assistive 
Technology  Program 

Vocational  Reliabiiitation  Dept 

POBox15 

1410-C  Boston  Ave 

West  Columbia,  SC  291 71  -001 5 

(803)  822-5404  (Voice/TDD) 

(803)  822-4301  (FAX) 

SOUTH  DAKOTA 

Dakota  Link 

1925  Plaza  Blvd 
Rapid  City,  SD  57702 
(800)  645-0673  (Voice/TDD) 
(605)394-1876 
(605)  394-531 5  (FAX) 

TENNESSEE 

Tennessee  Technology  Access 
Project 

Office  of  Assistive  Teclinology— 
Central  Office 
Doctor's  BIdg,  Ste  300 
706  Cliurcli  St. 
Nasliville,  IN  37243-0675 
(800)  732-5059  (in  IN) 
(615)741-7441 
(615)  741-0770  (FAX) 


TEXAS 

Tpxas  Assistive  Technology 
Project 

Tlie  University  of  Texas  at  Austin 
UAP  of  Texas 

Dept  of  Special  Education,  EDB  306 
Austin,  TX  78712 
(512)  471-7621 

UTAH 

Utah  Assistive  Technology 
Program 

Ctr  for  Persons  witli  Disabilities 
UMC  6855 
Logan.  LT  84322 

(800)  333-8824 

(801)  750-1982 
(801)  750-2355  (FAX) 


Vermont  Assistive  Technology 
Project 

1 03  S  Main  St,  Weel<sl 
Waterbury,VT  05671 -2305 
(802)  241-2620  (Voice/TDD) 
(802)  241 -3052  (FAX) 

VIRGINIA 

Virginia  Assistive  Technology 
System 

4900  Fitzliugli  Ave 
Riclimond,  VA  23230 
(804)  367-2442 
(804)  367-2445  (Voice/TDD) 
(804)  357-2440  (FAX) 

WASHINGTON 

DSHS/DVR 

PO  Box  45340 
Olympia,  WA  98504-5340 
(206)  438-8049 

WEST  VIRGINIA 

West  Virginia  Assistive 
Technology  System 

Division  of  Reliabilitatlori  Services 

Capital  Complex 

Cliarleston,  WV  25305-0890 

(800)841-8436 

(304)  766-4698 

(304)  293-7294  (FAX) 


WISCONSIN 

Division  of  Vocational 
Rehabilitation 

PO  Box  7852 

1  W  Wilson  St,  Rm  950 

Madison,  Wl  53707-7852 

(608)  266-5395 

(608)  267-6720 

(608)  266-9599  (TDD) 

WYOMING 

Program  Consultant 

Div  of  Vocational  Reliabiiitation 
1100  Herscliler  BIdg 
Clieyenne,  WY  82002 
(307)  777-6841 
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THE  DUVAIX  HOME,  EST.  1945.  A 

;  private,  nonprofit  ivsiclcntuil  facil- 
■  ity  providing  a  warm,  loving  atmos- 
'  plKTC  tor  ambulatory  ami  non- 
i  aminilatory  people  with  mental  relar- 
;  ilalion  of  all  ages: 

•  i-liour  nursing  eare. 

'  •Lovely  2i-aire  rural  cainixis. 

•  Hcereational  anil  training  aitivities, 
,  'Kespite  (.are  availaiile. 

'  The  Duvall  Home 

-  '  I'reshvterian  Special  Services,  Ine. 

(irami  Avenue,  !>.().  Bo.x  2200,^) 
Cicnwooil,  ri.  ,<2-22 
(<;()!)  731-287-1 
(H()(l)3^ij-()-n()  


Not  only  can  you  take  your  child  to 
places  vou  both  would  like  to  go,  our 
SPECIAL  NEEDS  STROLLER  PACK 
will  give  your  child  a  whole  new  outlook. 


A  Way  of  Life 


( .ill  lov  liiliinii.uion-  . 

1  800  487  9652 


,|  ;.      ..  .  Circle  ^f78  ' 
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#EflCH  FOiVTBE  STARS., 

Now,  from  tiie  CQtwienience  of  home,  shop  from  The  Starlight 
Collection  Catalog  and  discover  a  spectacular  selection  of  easyon, 
easy-off  footwear.  From  sport  shoes  to  dress  shoes,  each  pair  is  sure 
to  have  just  the  features  you're  looking  for...  ^  • 

★  Eaiy-on,  Easy-off 

★  Narrow,  Medium,  Wide  Widthis 
Extra  support             *   Many  styles  machiine-washiable 

■\  ^         *  Great  shoes  for  men,  women  and  children! 


★  Super  styles 

★  Lasting  comfort 


THE  PUMA 

DISC— Just  one 
ofStarlight'sgieat 

shoes  that  aie  tfuly 
"easy  to  weai.' 

Hcf  e's  a  sensational  shoe  that's  incf  edibly  easy  to  shp  on  and  of  f  A  simple  twist  tightens 
it  up;  a  gentle  push  of  the  button  slips  it  of  f  No  mof  e  tie-ups  with  haid  to  manage  laces ! 

See  for  yourself  just  how  easy  and  fun  a  new  pair  of  shoes  can  be! 
Call  today  for  your  FREE  Starlight  Collection  Catalog 

1-800-55-SHOES        Circle  #76 
Starlight  Footwear  ★  21537  Kapok  Circle  ★  Boca  Raton,  FL  33433 
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The  choice 
is  easy . . . 

A  Columbia  Toilet  Support 
gives  your  child  independence/ 
privacy  and  secure  support 


JLOW  BACK  S-lliCLE  FOR 
BASIC  TRUNK  SUPPORT 


surroRT 


The  choice  is  easy  - 
when  you  have  a  choice! 
That's  why  we  offer  5 
models  to  suit  your 
child's  support  needs. 

•  Easy  mount,  easy  off! 

•  Adjustable  height 

•  Fits  any  toilet:  school, 
home  or  institutional 


Ask  for  our  FREE  Full  Color  Catalog 
of  Convenient/  Helpful  Products 


It  includes  the  unique 
Columbia  Car  Seat, 
now  crash-tested  for 
children  20  to  102  lbs., 
up  to  5  feet  tall! 

Handsome,  durable  and  j| 
convenient  to  use! 


Contact  us  for  your 
nearest  dealer 


Ji^^&sa'ptional  Parent 


Carry  your  voice  in  STYLE  with  the 
Voicemate  Series  from  TASH 

Communication  doesn  'tget  any  easier. 


2703  Switchmate  4  Direct  Select  plus  Direct  Single  Switch  Access 


2708  Scanmate  8  Direct  Select  plus  Automatic  or  Step  Scanning 

Now  you  can  say  what  you  want  to  say  wherever  you  go 
-  with  TASH's  portable  communication  aids.  There's  no 
simpler  way  to  record  and  play  your  messages  -  and  their 
sound  quality  is  unbeatable!! 

Circle  #101 

Phone  or  fax  us  for  more  details! 
Technical  Aids  &  Systems  for  the  Handicapped  Inc. 
Unit  1  -  91  Station  Street,  Ajax,  ON,  Canada  LIS  3H2 
Phone  (905)  686-4129  •  Fax  (905)  686-6895 


AlphaTalker 


A  New 
Dimension  In 
Communication 

AlphaTalkcr  is  a  simple, 
lightweight  communication  device 
that  is  anything  but  basic.  Its  sleek, 
durable  case  houses  more  capabilities 
than  any  other  device  in  its  class.  " 
Designed  for  people  with  limited 
conununication  needs,  it  can  also  be  used 
as  an  introductory  device,  as  an  evaluation 
tool,  or  for  someone  with  a  short-term 
speech  loss.  For  further  information,  call  us. 


Prantk*  Romlch  Company 

1022HsylRd.  Wootter.OH  44691 

aoo-2e2-i9M  •  2i«-2e?-igM 
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A  D  V  E  R  T  0  R  I  A  L 


Working  together 
for  a  better  future! 


At  Devereux,  the  concept  of  working  together  is 
emphasized  and  encouraged. 

In  residential,  day,  and  community-based  treatment  centers 
nationwide,  Devereux  provides  comprehensive  services  to 
individuals  of  all  ages  who  have: 

•  Emotional  disturbances 

•  Developmental  disabilities 

•  Mental  retardation 

•  Qua!  diagnoses 

•  Autism 

•  Post-head  trauma 
Devereux  services: 

•  A  wide  range  of  therapeutic,  educational,  and  vocational 


Contact:  National  Referral  Services 
1-800-345-1292,  X3045  or 
215/964-3045 
FAX:  215/971-4600 


programs  tailored  to  the  specific  needs  of  the 
individual 

•  Individual,  group,  and  family  therapies 

Devereux  programs: 

•  Residential  centers 

•  Specialized  psychiatric  hospitals/intensive  residential 
treatment  centers 

•  Community-based  living 

Devereux  locations: 

Arizona,  California,  Connecticut,  Delaware,  Florida,  Georgia, 
Maryland,  Massachusetts,  New  Jersey,  New  York, 
Pennsylvania,  Texas. 


The 

Devereux 
Foundation 


ERIC  
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CHARLES  e  THOMAS  •  PUBLISHER 


□  Camerer,  M.  C.  Core-A  PARENT'S  GUIDE  TO 
COPING  WITH  ADOLESCENT  FRIENDSHIPS:  The 
Three  Musketeer  Phenomenon.  '94,  186  pp.  (7  x 
10),  1  il. 

□  Giordano,  Gerald -DIAGNOSTIC  AND  REMEDIAL 
MATHEMATICS  IN  SPECIAL  EDUCATION.  '93,  320 
pp.  (7  X  10),  85  il.,  26  tables,  $58.75. 

□  Jones,  Carroll  J.-CASE  STUDIES  OF  SEVERELY/ 
MULTIHANDICAPPED  STUDENTS.  '93.  174  pp. 
(7  X  10),  $36.75. 

□  Kass,  Corrine  E.  &  Cleborne  D.  Maddux-A  HUMAN 
DEVELOPMENT  VIEW  OF  LEARNING  DISABILI- 
TIES: From  Theory  to  Practice.  '93,  222  pp.  (7  x 
10),  3  il.,  $45.75. 

□  KImvin,  Thomas  N.  &  Michael  S.  Stinson  — DEAF 
STUDENTS  IN  LOCAL  PUBLIC  HIGH  SCHOOLS: 
Backgrounds,  Experiences,  and  Outcomes.  '93, 174 
pp.  (7  X  10),  30  il.,  10  tables,  $38.75. 

□  Koziol,  Leonard  F.,  Chris  E.  Stout  &  Douglas  H. 
Ruben -HANDBOOK  OF  CHILDHOOD  IMPULSE 
DISORDERS  AND  ADHD:  Theory  and  Practice. 

'93,  252  pp.  (7  X  10),  2  il.,  18  tables,  $53.75. 

□  Jones,  Carroll  J. -SOCIAL  AND  EMOTIONAL 
DEVELOPMENT  OF  EXCEPTIONAL  STUDENTS: 
Handicapped  and  Gifted.  '92,  218  pp.  (7  x  10), 
$37.75. 

□  Anderson,  Frances  E.-ART  FOR  ALL  THE  CHIL- 
DREN: Approaches  to  Art  Therapy  for  Children 
with  Disabilities,  2nd  Ed.  '92,  398  pp.  (6'/4  x  SVi), 
113  il.,  19  tables,  $59.75. 

□  Duran,  Elva- VOCATIONAL  TRAINING  AND  EM- 
PLOYMENT OF  THE  MODERATELY  AND  SEVERELY 
HANDICAPPED  AND  AUTISTIC  ADOLESCENT 
WITH  PARTICULAR  EMPHASIS  TO  BILINGUAL 
SPECIAL  EDUCATION.  '92, 182  pp.  (7  x  10),  21  il., 
$37.75. 

□  Schwenn,  John  0.,  Anthony  F.  Rotatori  and  Robert 
A.  Fox- UNDERSTANDING  STUDENTS  WITH  HIGH 
INCIDENCE  EXCEPTIONALITIES:  Categorical  and 
Noncategorical  Perspectives.  '91,  272  pp.  (7  x  10), 
4  il.,  15  tables,  $43.75. 

□  Rose,  Harriet  Wallace-SOMETHING'S  WRONG 
WITH  MY  CHILD!  A  Straightforward  Presentation 
to  Help  Professionals  and  Parents  to  Better  Unde^ 
stand  Themselves  in  Dealing  With  the  Emotionally- 
Charged  Subject  of  Disabled  Children.  '87,  210  pp. 
(7  X  10),  $35.75. 

□  Thompson,  Richard  H.  &  Gene  Stanford— CHILD 
LIFE  IN  HOSPITALS:  Theory  and  Practice.  '81, 
286  pp.,  1  table,  $36.50,  spiral  (paper). 


□  Anderson,  Frances  E.- ART-CENTERED  EDUCA- 
TION AND  THERAPY  FOR  CHILDREN  WITH  DIS- 
ABILITIES. '94,  314  pp.  (bV*  X  9'/4).  100  il.,  14 
tables. 

□  Plumridge,  Diane  M.,  Robin  Bennett,  Nuhad  Dinno 
&  Cynthia  Branson -THE  STUDENT  WITH  A  GE- 
NETIC DISORDER:  Educational  Implications  for 
Special  Education  Teachers  and  for  Physical  Thera- 
pists, Occupational  Therapists,  and  Speech  Path- 
ologists. '93,  382  pp.  (7  X  10),  32  il.,  8  tables, 
$73.75. 

□  Jones,  Carroll  J.-CASE  STUDIES  OF  EXCEPTIONAL 
STUDENTS:  Handicapped  and  Gifted.  '93,  272  pp. 
(7  X  10),  $51.75. 

□  Rakow,  Sue  F.  V.  &  Carol  B.  Carpenter- SIGNS  OF 
SHARING:  An  Elementary  Sign  Language  and  Sex 
Awareness  Curriculum.  '93,  380  pp.  (81/2  x  11),  245 
il.,  $45.75. 

□  Adamo-Tumminelli,  Pat-A  GUIDE  TO  PEDIATRIC 
TRACHEOTOMY  CARE.  (2nd  Ed.)  '93, 114  pp.  {SVi 
X  11),  46  il.,  spiral  (paper). 

□  King,  Margaret  A.,  Anne  E.  Oberlin  and  Terry 
Swank- CREATING  A  CHILD-CENTERED  DAY  CARE 
ENVIRONMENT  FOR  TWO-YEAROLDS.  '93,  144 
pp.  (7  X  10),  $32.75. 

□  Jones,  Carroll  J.-CASE  STUDIES  OF  MILDLY 
HANDICAPPED  STUDENTS:  Learning  Disabled, 
Mildly  Mentally  Retarded,  and  Behavior  Disordered. 

'92.  236  pp.  (7  X  10),  $47.75. 

□  Jones.  Carrol!  J. -ENHANCING  SELF-CONCEPTS 
AND  ACHIEVEMENT  OF  MILDLY  HANDICAPPED 
STUDENTS:  Learning  Disabled,  Mildly  Mentally 
Retarded,  and  Behavior  Disordered.  '92,  294  pp. 
(7  X  10),  7  tables,  $50.50. 

□  Fadely,  Jack  L.  &  Virginia  N.  Hosler-ATTENTIONAL 
DEFICIT  DISORDER  IN  CHILDREN  AND  ADOLES- 
CENTS. '92,  292  pp.  (7  X  10),  $49.75. 

□  Irons-Reavis,  Donna- EDUCATIONAL  INTERVEN- 
TION FOR  THE  STUDENT  WITH  MULTIPLE  DIS- 
ABILITIES. '92,  140  pp.  (7  X  10),  31  il.,  $30.75. 

□  Cipani,  Ennio-A  GUIDE  TO  DEVELOPING 
LANGUAGE  COMPETENCE  IN  PRESCHOOL  CHIL- 
DREN WITH  SEVERE  AND  MODERATE  HANDI- 
CAPS. '91,  268  pp.  (7  X  10),  6  il.,  22  tables, 
$52.75. 

□  Hughes,  Barry  K  - PARENTING  A  CHILD  WITH 
TRAUMATIC  BRAIN  INJURY.  '90,  111  pp.  (7  x  10), 
3  il.,  $28.50. 

□  Hulit,  Lloyd  M.-STUTTERING  THERAPY:  A  Guide 
to  the  Charles  Vin  Riper  Approach.  '85,  92  pp., 
$22.00. 


Write,  call  (for  Visa  or  MasterCard)  1-800-258-8980  or  1-21 7-789-8980  or  FAX  (217}  789-9130 
Books  sent  on  approval  •  Complete  catalog  sent  on  request  •  Prices  subject  to  change  without  notice 
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Federal  Agencies 


National  Division  of 
Birth  Defects  and 
Developmental  Disabilities 

Center  for  Environmental  Health 
Centers  for  Disease  Control 
4770  Buford  Hwy  NE 
Mailstop  F-45 
Atlanta,  GA  30341-3724 
(404)  488-7160 
(404)488-7197  (FAX) 

National  Library  Service 
for  the  Blind  and  Physically 
Handicapped  (NLS) 

Library  of  Congress 
1291  Taylor  St  NW 
Washington,  DC  20542 
(800)  424-8567 
(202)  707-5100 
(202)  707-0744  (TDD) 
(202)  707-0712  (FAX) 

National  Institute  of  Child 
Health  and  Human 
Development  (NICHD) 

National  Institutes  of  Health 
US  Dept  of  Health  and  Human 
Services 

9000  Rockville  Pike 
Bldg31,  Rm  2A32 
Bethesda,  MD  20892 
(301)496-5133 
(301)496-7101  (FAX) 

Deafness  and  Communicative 
Disorders  Branch 

Rehabilitation  Services 
Administration 
US  Dept  of  Education 
Switzer  BIdg 
330  C  St  SW 
Washington,  DC  20202 
(202)  205-9698 
(202)  205-8919  (TDD) 
(202)  205-9772  (FAX) 

Administration  on 
Developmental  Disabilities  (ADD) 

Office  of  Human  Development 
Services 

US  Dept  of  Health  and  Human 
Services 

HHH  BIdg,  Rm  329D 
200  Independence  Ave,  SW 
Washington,  DC  20201 
(20;^)  690-6590 


Senate  Subcommittee  on 
Disability  Policy 

1 13  Hart  Senate  Office  BIdg 
Washington,  DC  20510 
(202)  224-6265 
(202)  224-3457  (TDD) 
(202)  228-2923  (FAX) 

President's  Committee  on 
Employment  of  People  with 
Disabilities 

1331  FStNW,3rdFI 
Washington,  DC  20004 
(202)  376-6200 
(202)  376-6205  (TDD) 
(202)  376-6219  (FAX) 

Office  of  Fair  Housing 
and  Equal  Opportunity 

Dept  of  Housing  and  Urban 
Development 
8201stStNE,  Ste  450 
Washington,  DC  20002 
(202)  275-0848 
(202)  275-0772  (TDD) 
(202)  275-0779  (FAX) 

Project  Head  Start 

Head  Start  Bureau 
Administration  for  Children,  Youth 
and  Families 

US  Dept  of  Health  and  Human 

Services 

Switzer  BIdg 

330  C  St  SW 

Washington,  DC  20201 

(202)  205-8578 

(202)  401 -591 6  (FAX) 

Maternal  and 
Child  Health  Bureau 

Health  Resources  &  Services 

Administration 

5600  Fishers  Ln,  Rm  905 

Rockville,  MD  20857 

(301)  443-2350 

(301)443-1728  (FAX) 

President's  Committee  on 
Mental  Retardation 

Wilbur  J.  Cohen  BIdg,  Rm  5325 
330  Independence  Ave  SW 
Washington,  DC  20201 
(202)  619-0634 
(202)  205-9519  (FAX) 


Federal  agencies  can  provide  informa- 
tion on  programs,  services  and  related  laws 
and  regulations. 


National  Institute  of 
Neurological  Disorders 
and  Stroke 

National  Institutes  of  Health 
US  Dept  of  Health  and  Human 
Services 

9000  Rockville  Pike 
BIdg  31,Rm8A-16 
Bethesda,  MD  20892 
(800)  352-9424 
(301)496-5751 

Social  Security  Administration 

6401  Security  Blvd 
Baltimore,  MD  21235 
(800)  772-1213  (Voice  Hotline) 
(800)  325-0778  (TDD  Hotline) 
(41 0)965-7700  (Voice) 
(410)  965-0695  (FAX) 

Office  of  Special  Education  and 
Rehabilitative  Sen/ices 

U.S.  Office  of  Education 
Switzer  BIdg 
330  C  St  SW 
Washington,  DC  20201 
(202)  205-8723 

(202)  205-8141 ,  Clearinghouse 

(Voice/TDD) 

(202)  205-9252  (FAX) 
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Free  Samples. 
Free  Delivery. 
FreeCMlog. 


NO  ONE  makes  environmental 
control  easier  than  TASH! 


Baby,  Youth,  Adult 


Compare  Our  Cost  &  Service  On: 

Attends  No-Rinse  Products 

Dignit)'  Promise 
Depends  Tranquilit}' 

CompCare  has  in  inventory  a  fiiU  range  of  sizes. 
Fast,  free  delivery  anywlme  in  contimntal  U.S. 

1-800^77-7317 

The  leading  Edge  of  Health  Care  Excellence 
5534  Coriez  Road  West  •  BradeiUon,  FL  34210 

t:<imp(;in-  i>  nKii'ilili'ri  ht  |uiiu  Cduiniissum  cm  Ami'ililaliiiii  iil  llr.ilih  (>i|;.uii/.iiniiK. 


Models  Available  Now 

The  B.O.S.S. 

provides  freedom  and  Independence. 
Fully  equipped  wHh  electronic  con- 
trols, these  play  vehicles  provide 
an  enjoyable  way  for  a  young 
child  with  a  disability  to 
learn  important 
developmental 
skills. 


All  five  models  offer  a  variety  of  electronic  control  systems  each 
designed  to  meet  the  particular  needs  of  the  young  driver.  For 
maximum  safety,  an  optional  remote  control  override  switch  enables 
a  parent  or  other  adult  to  supervise  vehicle  operation.  Special 
seating  and  oth^r  safety  equipment  is  available.  Cars  operate  on 
two  rechargeable  6  voH  batteries.  Call  us  for  additional  information 
and  orders. 

1  -800-950-51 85 


Innovative  ProducU,  830  S.  48th,  Qrand  Fortes,  ND  58201 

i<43    Photo  UMd  by  paimlMton  H«ltlrem  Corp,  o(  BkMorI,  PA 

mc 


8200  Relax  -  Trainable  Infrared  Scanner 

There  is  no  simpler  way  to  control  your  TV,  VCR  or  any 
other  infrared  equipment.  The  Relax  can  learn  and 
control  the  functions  of  up  to  four  different  infrared 
devices  widi  only  a  single  switch.  It  can  also  operate  up 
to  1 0  different  appliances  in  your  house,  when  used  with 
TASH's  X-1 0  Controller  plus  modules. 

Circle  #102 

Pticne  or  fax  us  for  more  details! 
Teclinical  Aids  &  Systems  for  tlie  Handicapped  Inc. 
Unit  1 . 91  Station  Street.  Ajax.  Ontario.  Canada  LIS  3H2 
Phone  (905)  686-41 29  •  Fax  (905)  686-6895 


A  Special  Care  Facility 
Exclusively  for  Children 

At  Vourluv.s  lV<li;iliic  l';nilily  \\v  pnividi'  lOiiiptolun.siM'  ;iikI 
profiiv.ssivi'  Mil);u  iili'  iK'altli  c;iiv  lor  mcilir;illy  conipk'X  ihildri'ii  afifs 
()  wirk.s  lo  21  yiMr.s. 

Iliri''.s  why  Vdorhi'i  .s  I'ldialiic  Faiilily  is  ihc  right  ilioiic: 

•  .All  ;iliiTi)ati\i'  to  -.wuw  nirf  l)ospitali/atii)n  —  with  dramatic 
cost  savings 

•  Stall'  ol  the  an  vonlilaloi-  iiiiil  (iiuiudiiig  prfs.suri.'  vcnl.s) 

•  Strong  imdical  aiul  ii>hal-)ililati\i>  inlmlisdplinary 
li  aii)  approach 

•  In  liousc  alliiRling  |X'dialrii-ian  and  incdii.il  ri.sidoiil  program 

•  Hoard  Cfrtififd  pediatric  puiiiioiiologiM.s 

•  Alfiliatfd  will)  St.  CiiristoplK  r'.s  ll<i.spiial  lor  ('iiililivn  .ind 
C(K)[XT  I  lospitai'.s  riiild  Dowlopnii  nt  Cli  iilcr 

•  Respite  oarf  avaiialile 

•  c;aring  for  diililren  froni  the  Mid  Atlanlic  .sta'cs  .v/ncv  19H2 

VoQrhcesFtediOtnc 
Fbcilit 


(..lit  t  luk-il.iiul.  ■\dttuiuslr.ii(tr 
Mm  I  .iiiivl  <  ).ik  lio.iil  •  XiKiriirrv  \i  «  Icrsrv  (IKdi  V  i.V)2 
i(i<i<)i  >'Ki  UlXfl-:\\<(t<i<l)  ){')  iJJi 
Unit  hiM't- Ol  M(U-(i  .i\  .iil.ililr  iijxti)  u-ftui-sl 
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Federal  Health  Infer mation 
Centers  and  Clearinghouses 


National  Adoption  Information 
Clearinghouse 

11426  Rockville  Pike,  Ste  410 
Rockville,  MD  20852 
(301)231-6512 
(301)  984-8527  (FAX) 

Centers  for  Disease  Control 
National  AIDS  Clearinghouse 

PO  Box  6003 

Rockville,  MD  20849-6003 

(800)  458-5231 

(800)  342-2437  (English  hotline) 
(800)  344-7432  (Spanish  hotline) 
(800)  243-7012  (TDD) 
(301)  738-6616  (FAX) 

National  Institute  of  Allergy  and 
Infectious  Diseases 

Office  of  Communications 
BIdg  31,  Rm  7A50 
9000  Rockville  Pike 
Bethesda,  MD  20892 
(301)496-5717 
(301)  402-01 20  (FAX) 

National  Arthritis  and 
Musculoskeletal  and  Skin 
Diseases  Information 
Clearinghouse 

PO  Box  AMS 
9000  Rockville  Pike 
Bethesda,  MD  20892 
(301)495-4484 
(301)  587-4352  (FAX) 

Cancer  Information  Service 

National  Institutes  of  Health 
Office  of  Cancer  Communications 
BIdg  31,  Rm  10A16 
9000  Rockville  Pike 
Bethesda,  MD  20892 
(800)  422-6237 

National  Information  Center  for 
Children  and  Youth  With 
Disabilities 

PO  Box  1492 
Washington,  DC  20013 
(202)416-0300  (Voice/TDD) 
(202)  416-0312  (FAX) 

National  Institute  on  Deafness 
and  other  Communication 
Disorders  Information 
Clearinghouse 

PO  Box  37777 
Washington,  DC  20013 
(800)  241 -1044  (Voice) 
(800)  241-1055  (TDD) 
(301)  565-4020 
(301)  402-0018  (FAX) 


National  Dial)etes  Information 
Clearinghouse 

PO  Box  NDIC 
9000  Rockville  Pike 
Bethesda,  MD  20892 
(301)468-2162 
(301)  907-8906  (FAX) 

National  Digestive  Diseases 
Information  Clearinghouse 

PO  Box  NDDIC 
9000  Rockville  Pike 
Bethesda,  MD  20892 
(301)468-6344 
(301)  907-8906  (FAX) 

ERIC  Clearinghouse  on 
Disabilities  and  Gifted 
Educatmn 

Council  for  Exceptional  Children 
1920  Association  Dr 
Reston,  VA  22091 
(800)  328-0272 
(703)  620-3660  (TDD) 
(703)  264-9494  (FAX) 

Clearinghouse  on  Disability 
Information 

Office  of  Special  Education  and 
Rehabilitative  Services 
Dept  of  Education 
330  C  St  SW 
Switzer  BIdg,  Rm3132 
Washington,  DC  20202-2524 
(202)  205-8241  (Voice/TDD) 
(202)  205-9252  (FAX) 

Educational  Resources 
Information  Center  (ERIC) 

Central  ERIC 
U.S.  Dept  of  Education 
Washington,  DC  20208 
(202)  219-2289 
(202)  219-1817  (FAX) 

National  Clearinghouse  on 
Family  Support  and  Children's 
Mental  Health 

Portland  State  Univ 
PO  Box  751 

Portland,  OR  97207-0751 
(800)628-1696 
(503)725-4165  (TDD) 
(503)725-4180  (FAX) 

National  Health  Information  Ctr 

National  Institutes  of  Health 
PO  Box  11 33 

Washington,  DC  20013-1133 
(800)  336-4797 


National  Heart,  Lung,  and 
Blood  Institute 

Education  Programs  Info  Ctr 
PO  Box  30105 
Bethesda,  MD  20824-0105 
(301)251-1222 
(301)  251-1223  (FAX) 

National  Information 
Clearinghouse  for  Infants  with 
Disabilities  and  Life-threatening 
Conditions 

Univ  of  South  Carolina 
Benson  BIdg 
Columbia,  SC  29208 
(800)  922-9234  ext.  201 
(803)  777-6058  (FAX) 

National  Injury  Information 
Clearinghouse 

4340  East-West  Hwy 
Washington,  DC  20207 
(301)504-0424 
(301)504-0124  (FAX) 

National  Kidney  and  Urologic 
Diseases  Information 
Clearinghouse 

PO  Box  NKUDiC 
9000  Rockville  Pike 
Bethesda,  Md  20892 
(301)468-6345 
(301)907-8906  (FAX) 

National  Maternal  and  Child 
Health  Clearinghouse 

8201  Greensboro  Dr,  Ste  600 
McLean,  VA  22102 
(703)  821-8955  ext  254,  265 
(703)821-2098  (FAX) 

National  Institute  of  Mental 
Health 

5600  Fishers  Ln,  Rm  15C05 
Rockville,  MD  20857 
(301)443-4513 

Minority  Health  Resource 
Center 

PO  Box  37337 

Washington,  DC  20013-7337 
(800)  444-6472 
(301)  565-51 12  (FAX) 
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Federal  Health  and  Information  and  Clearinghouses 


National  Information  Center  for 
Orphan  Drugs  and  Rare 
Diseases 

Office  of  Orphan  Products 

Development 

PO  Box  1133 

Washington,  DC  20013-1 133 
(301)443-2043 
(800)  300-7469 
(301)  443-4915  (FAX) 

National  Clearinghouse  on 
Postsecondary  Education  for 
Individuals  with  Disabilities 

HEALTH  Reaource  Ctr 
1  Dupont  Git  NW,  Ste  800 
Washington,  DC  20036-1 1 93 
(800)  544-3284 
(202)  939-9320  (Voice/TDD) 

National  Rehabilitation 
Information  Clearingliouse 

8455  Goiesviile  Rd,  Ste  935 
Silver  Spring,  MD  20910 
(800)  346-2742  (Voice/TDD) 
(301)  588-9284  (Voice/TDD) 
(301)  587-1967  (FAX) 


National  Sudden  Infant  Death 
Syndrome  Resource  Ctr 

8201  Greensboro  Dr,  Ste  600 
McLean,  VA  22102 
(703)821-8955 
(703)  821-2098  (FAX) 

National  Information  System  for 
Vietnam  Veterans  and  Their 
Families 

Gtr  for  Developmental  Disabilities 
Univ  of  South  Carolina 
Benson  BIdg 
Columbia,  SO  29208 
(800)  922-9234  ext  401 
(803)  777-6058  (FAX) 
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BATH-MATE 


Water  Powered  Bath  Lift 


the  Bath-Mate  fits 
your  existing  tub  without 
modKications 


Water  pressure  alone  | 
supplies  the  lifting  action. 
UHsuptoasOlfas. 


,  i  ■ 


S0Ar  BMlhing  Pn>maf&s 


The  Bath-Mate  raises 
slowly  to  wheelchair 
height  and  lowers  wHhin 
2  Inches  ol  tub  bottom. 
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OpiionaL 

•  Seat  Belts 

•  Arm  Rest 


The  iMth  chair  pivots  oul-| 
ward  lor  sate  transient. 

(800)947-6565 


P.O.Box8009S  Omario,  Ca  91758 


Annandale 
ViUage 


"THEIR  COMMUNITY  ...  WITH 
OUR  HELP"  I'ri\  atc,  nonprofit  com- 
niunity  for  adults  with  developmental 
disabilities.  Residential  and 
tlasv  evening  programs  and  services. 

•  1-aid  job  Training 

•  Arts  Activities. 
•Therapeutic  recreation. 
•Case  managemeni. 

•  125-acre  woodetl  eiivironmeni. 


"  Annandale  at  Suwanee,  Inc. 

3^00  Annandale  Lme.  Box  V 
Suwanee.  GA  30174 
(404)  945-H3H1 


"MAXIMIZING  INDIVIDUAL 
POTENTIAL" 

•  Community-ba.sed.  positive  learn- 
ing environnieni  for  difficult-to-place 
children,  adolescents  and  young 
adults  Willi  .\IR.  autisin.  communica- 
tion di.sorders.  challenging  behav- 
iors, and  developmenial  disabilities 

•  12-mo.  day  residential  programs. 
•10  miles  west  of  Boston. 

Contact:  Admi.ssions  Director 
The  Learning  Center 

■m  VX'averley  Oaks  Road 
Wallham.  .\1A  0215  't 
(6n)  H93-W100 


aw3dx3D-acsy 


SHEVET  ACHIM  in  conjunction  with 
■^'ACHAD'NCSY  is  a  new  exciting 
summer  program  in  an  Israeli 
Kibbutz.  This  four  week  program  is 
designed  .specifically  for  high  func- 
tioning Jewish  young  adults  with 
developmental  disabilities.  I,cK'ated 
in  Kibbutz  Kin  Zurim.  central  Israel. 
Sabbath  and  Ko.sher  dietary  laws 
ob.serxed. 

SHEVET  ACHIM 

(i.i-07  108th  Street 
Forest  Hills,  New  York  11.37S 
(718)997-1111  New  York 
(21.3)  930-S122  l.os  Angeles 
(312)  -61-4019  Chicago 


A  VERY  SPECIAL  CAMP  FOR 
SPECIAL  NEEDS  CAMPERS. 

A  co-ed  residential  camp  for  the: 

•U-arning  Di.sabled.  ADD. 

•Xeurologically  Impaired. 

•Mild-Moderate  MR. 

Located  in  beautiful  High  Falls  in  the 

Catskill  Mts.  of  NY  state. 

2.  i.  8  wk.  .sessions.  1  lighly  <|ualil'ie(l 

stall.  31st  vi'ar.  Free  brochure. 


.^.^rd  Year 


(Contact:  Bruria  K.  I'alik. 
Camp  Huntington 

SO  Bruceville  Road 
High  Falls.  NY  12  ,  lO 
(9 I'D  687-7840 
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Drawing  with  Spirofiraph  Siis/x'nsion  Ai1  Feb  66 

Cu)ing  Bananas  with  Monkey  Mania  Apr/ May  6"" 

Knocking  Down  Blocks  with  Knock-Oiit  Mar  91 

Spills  and  Thrills  with  Stretch-Out  Sam  Jul/Aug  66 
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Auto  Indu.str>'  Offers  Incentives  Jul/Aug  '\b 

Legislative  npdate  Mar  69 
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Tax  on  Customized  Vehicles  Repealed  ....Nov/ 1 Xv  •(■'/5  i 

January  1994 


I  pdate  on  ScIkk)!  Bus  Safety  Oct  46 

When  Your  Child  does  to  School  After  cm  Injiiiy. 
Getting  To  and  From  School  Safely  Mar  62/Iune  55 

Travel 

Adventures  in  CamiMng  Apr/May  20 

HP's  Guide  to  Summer  Fun  Apr/ May  36 

European  Camping  Holidays  Available  Feb  55 

International  Exchange  Program  Recruits 

Delegates  Feb  55 

New  Tactile  Guide  to  Washington.  DC  Feb  55 

Video 

Teaching  With  the  VCR  June  70 

Visual  Impairments 

ATA  Scrapbook  of  Success  Apr/May  48 

Braille  Children's  Anthology  Mur  72 

Careers  and  Technology  Information  Bank  Sept  92 

National  Information  Clearinghouse  on 

Deaf-Blind  Sept  92 

National  Registry  for  Retinopathy  of 

Prematurity  Sept  92 

New  Tactile  Guide  to  Washington,  IX:  Feb  55 


NATIONALLY 
RECOGNIZED 
EDUCATION  AND 
TREATMENT 
FACILITY 


Sen'ing  children  young  adults  with  autism  and 
other  developmental  disabilities. 

•  Residential  and  day  .sen  ices 
<■  Relaxation,  imageiy  and  other  positi\-e  .self- 
control  technicjues 

•  Academic  and  vocational  programs 

•  Supported  employment 

•  Small,  personal  client  residences 

•  Highly  trained  and  de\-oted  staff 

The  Groden  Center,  Inc. 

86  Mount  Hope  Ave. 
Providence,  Rl  ()29()(i 
(401)  274-6310 
,^  Circle  #88 


PI  BEAR  KNOWS 

(Physically  Inconvenienced) 


PI  BEAR  knows  what  it's 
like  to  be  scared.  Through 
PI  BEAR'sthtce  storybooks 
(included  in  his  chair  back- 
pack) about  his  own  acci- 
dent, struggles,  and  tri- 
umphs he  can  help  a  dis- 
abled child  understand  his 
or  her  feelings  of  fear  and 
uncertainty.  And  when  his 
bcary  special  friendship  is 
needed,  PI  BEAR  wiU  be 
there.  PI  and  his  wheel- 
chairare  approximately  14" 
tall.  He  also  comes  with  a 
clubmembershipccitificate 
and  a  one-year  warranty. 
CaU  800-467-BEAR(2327) 
to  order.  Visa  and 
Mastercard  accepted,  (g 
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FRE^  CATALOG 
BOX  901  RIFTON,  NY  12471  800/374-3866 
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Free  Product  ^Service  In/ormation 


DIRECTORY  OF 
AD/ERTISERS 


A  Sir>ECIAL  SERVICE  FOR  EXCEPTIONAL  PARENT  READERS!  This 
Reply  Card  enables  you  to  receive  FREE  information  about  products  and 
services  seen  in  Exceptional  Parent. 


How  to  use  this  service: 

1 .  Locate  the  number  at  the  bottom  of 
each  ad  or  Product  &  Service  listing  or 
refer  to  the  Directory  of  Advertisers. 

2.  Circle  the  numbers  on  the  Reply  Card 
that  correspond  to  the  companies  or  prod- 
ucts about  which  you  would  like  to  receive 
free  literature. 


3.  Fill  in  your  name  and  address  on  the 
card  and  mail  the  postage-paid  card.  You 
will  receive  free  literature  from  each  com- 
pany for  which  you  circled  a  number. 

4.  If  both  Reply  Cards  have  been  removed 
from  this  issue,  just  call  or  write  to  the 
companies  directly.  Be  sure  to  tell  them 
you  saw  their  ad  in  Exceptional  Parent! 
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Free  Product  &  Service  Information 


A.  Are  you  a  subscrioer  to  Exceptional  Parent? 

Yes  Q  No  (If  no.  please  seo  the  subscnption  card  in  this  issue.) 


Name  , 


OccupationA'itle 


Company/Association 


Address . 


City. 


.State. 


-Zip. 


,Fax{_)- 


4Q  $50,001  -  $75,000 
sQ  $75,001  -$100,000 
eQ  $100,000+ 


Phone(  )  

B.  Annual  Household  Income  (include  all  family  members) 
iQ  Lesstlian  $30,000 
2Q  $30,001  -  $40,000 
3^  $40,001  -  $50,000 

C.  Do  you  live  in  a(n): 
?□  Home  Own 
loul  Apartment     i  il1  Own 

D.  In  all,  how  many  automobiles  do  you  and  others  in  your 
household  own  or  lease? 

i3Q0ne  mQTwo  isQ  Three  or  more 

E.  Do  you  plan  to  purchase  a  product  or  service  advertised  in 
Exceptional  Parent  within  (check  one): 

leQ  one  month  laQ  nine  months 

!?□  three  months  isLI  one  year 


gQ  Rent 
laG  Rent 
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■  Free  PRpDUcf  &  Service  Inf6rmation 


A.  Are  you  a  subscriber  to  Exceptional  Parent? 

Q  Yes  Q  No  (it  no.  please  see  the  subscription  card  in  this  issue.) 


Name 


Occupation.Tltle   

Company/Association 

Address  

City  


.State. 


-Zip. 


.Fax(_)_ 


Phone(  ). 

B.  Annual  Household  Income  (include  all  family  members) 

4Q  $50,001  -  $75,000 


5Q  $75,001  -$100,000 
6Q  $100,000+ 

9L1  Rent 
12Q  Rent 


iQ  Less  than  $30,000 
2Q  $30,001  -  $40,000 
$40,001  -  $50,000 

C.  Do  you  live  in  a(n): 
iQ  Home  sG  Own 
loQ  Apartment    1 1  □  Own 

D.  In  all,  how  many  automobiles  do  you  and  others  in  your 
household  own  or  lease? 

13^  One  uQ  Two  15^  Three  or  more 

E.  Do  you  plan  to  puichase  a  product  or  service  advertised  in 
Exceptional  Parent  within  (check  one): 

16Q  one  month  laQ  nine  months 

17Q  three  months  igG  one  year^,  . 

I  i 
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^^^■fff»  Announces 
Therapy  Toy  Products  For  Children 
with  Tracheostomies 

Meet  Toby  TVacheasaurus™ 

Toby  TVachca-saurus"  i.';  a  plush  toy  including 
trachco.stoiiiy  lube  flange,  speaking  valve 
and  tracheosioiiiy  tube  tie.  Toby  provides 
parents,  children  and  therapi.sts  with  a  light 
hearted  therapy  introduction. 

 Meet  Toby's  friend.s  Tammy,  Tex  f-Rex,  Baby 

Bronchio-saurus,  Taylor  Triceratops,  Tina  Talkasaurus,  Stacey 
Speechosaurus,  Trevor  Talkadaclil,  and  Violet  Voiceasaurus  in  a  new 
therapeutic  coloring  book. 

Toby  Trachcasaurus'"  also  has  an  Exhalation  Therapy  Kit.  Each  kit 
conlain.s  a  variety  of  toys  including  whistle.s,  pinwhcels,  bubbles  and 
much,  much  more.  This  dinosaur  theme  is  designed  to  assi.st  with  oral 
exhalation  retraining  and  therapy  motivation. 

We  Are  Also  Proud  to  Annouce  Our  New  Textbook 

Speech  Pathology  for  Tracheostomized 
and  Ventilator  Dependent  Patients 
by  Mary  F.  Mason  M.S.,  CCC-SLP 

This  is  the  first  comprehensive  text  that  greatly  expands  on  the  material 
offered  in  the  popular  national  .series  of  Viiicini;!  .semhiars 
"Communication  Options  for  the  Tracheostomized  and 
Ventilator  Dependent."  This  text  provides  stale  of  the  art 
as.sessmen;  and  treatment  interventions  in  communication 
and  swallowing  disorders  a.s  well  ;i.s  an  exlen.sive 
background  on  airway  management  and  mechanical 
venliiation  i.s.sue.s. 


For  HMirc  inforniation  cmitiict:  'i  'fi^^^U^* 
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^'M*;  School 

For  Children  With  Cerebral  Palsy 

Serving  children  with  multiple  disabilities  resulting  from 
cerebral  palsy  or  traunatic  brain  injury  who  need  compre- 
hensive, individually  structured  programs  that  include: 


>  Special  Education 
'  Music  Therapy 

>  Special  Medical 
Attention 

•  Adapted  Recreational 
Activities 


•  Physical  Therapy 

•  Occupational  Therapy 

»  Speech  and 
Language  Therapy 

•  Communication  Aids 

HMS.  open  to  students  two  to  21  years,  offers  ail  of  these 
services  and  nrore.  The  experienced  staff  and  woll-respected 
consultants  providestrong  interdisciplinary  programs  for  day 
and  residential  students  at  the  licensed  private  school. 

For  more  Information  write  or  call: 
Plane  L.  Gallagher,  Director 
HMS  School  lor  Children  with  Cerebral  Palsy 
4400  Baltimore  Avenue,  Philadelphia,  PA  19104 
(215)222-2566 
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Slow  Learner? 
Attention  Disorder? 


These  common  problems  affect  many  of  Americas  children. 
Recent  advances  in  medical  genetic  research  now  make  it  possible  to 
identify  those  children  suffering  from  fragile  X  syndrome,  a  frequent  cause  of 
learning  disability,  attention  deficit  disorder,  and  mental 
retardation.  Accurate  diagnosis  opens  the  door  to  optimal  treatment, 
and  provides  important  information  and 
answers  to  the  children's  families. 

Although  doctors  have  known  about  this  condition  for  many  years,  accurate 
testing  was  not  widely  available.  Now,  a  new  fragile  X  test  using 

I)NA  analysis  permits  rapid,  accurate  testing  for  this  disorder. 
It  also  identifies  those  people  who  are  genetic  carriers  of  fragile  X. 

The  GENETICS  &•  IVF  INSTITUTE,  an  internationally  known  center  for  medical 
genetic  evaluation  and  testing,  is  a  leader  in  the  i-,itroduction  of  fragile  X 
analysis  in  the  United  States.  Testing  is  done  on  small  blood  samples  which  can 
be  safely  shipped  in  containers  provided  by  the  Institute.  As  with  any  medical 
laboratory  testing,  samples  must  be  obtained  and  sent  to  us 
under  the  direction  of  a  physician. 

Please  write  or  call  for  further  information  about  fragile  X  testing. 
We  are  committed  to  parental  and  professional  education 
about  this  important  problem. 
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GENETICS  &  IVF  INSTITUTE 
3022  Javier  Road, 
Fairfa.x,  Virginia  22031 
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Dirertory  of  Products 
and  Services 


AUGMENTATIVE 
COMMUNICATION 

Consultants  for  Communication 
Technology 

508  Bellevue  Ter 

Pittsburgh,  PA  15202 

(412)  761-6062 

(412)  761-7336  (FAX) 

For  free  information  circle  15  on 

Reply  Card. 

Franklin  Electronic  Publisher 

122  Burrs  Rd 

Mt.  Holly,  NJ  08060 

(609)261-4800 

(609)  261-1631  (FAX) 

For  free  information  circle  150  on 

Reply  Card. 

GMR  Labs 

1 030  E  El  Camino  Real.  #308 
Sunnyvale,  CA  94087 
(408)  985-7200 
(408)  243-3731  (FAX) 
See  our  ad  on  page  22. 

Imaginart 

307  Arizona  St 
Bisbee,  AZ  85603 
(602)  432-5741 
(602)432-5134  (FAX) 
See  our  ad  on  page  42. 

Luminaud  Inc 

8688  Tyler  Blvd 

Mentor,  OH  44060 

(216)255-9082 

(216)  255-2250  (FAX) 

For  free  information  circle  50  on 

Reply  Card. 

Phonic  Ear  Inc 

3880  Cypress  Dr 
Petaluma,  CA  94954-7600 
(800)  227-0735 
(707)  769-9624  (FAX) 
See  our  ad  on  page  23. 

Prentke  Romich  Co 

1072  Hey  I  Rd 
Wooster.OH  44691 
(800)262-1984 
(216)263-4829  (FAX) 
See  our  ad  on  page  52. 

Sentient  Systems 
Technology  Inc 

2100  Wharton  St 
Pittsburgh,  PA  15237 
(800)344-1778 
(412)381-5241  (FAX) 
See  our  ad  on  page  9. 
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Synergy 

68  Hale  Rd 
E  Walpole.  MA  02032 
(508)  668-7424 
(508)668-4134  (FAX) 
For  free  information  circle  79  on 
Reply  Card. 

Wayne  County  R.E.S.A.— 
Adamlab 

33500  Van  Born  Rd 
Wayne,  Ml  48184 
For  free  information  circle  1Q5  on 
Reply  Card. 

BATHROOM 
EQUIPMENT 

AccessAble  Environments  & 
Products 

111  Cedar  St 
New  Rochelle,  NY  10801 
(800)  285-2525 
(914)632-1357  (FAX) 
See  our  ad  on  page  22. 

The  Adaptive  Design  Shop 

12847  R  Pleasant  Dr 
Fairfax,  VA  22033 
(703)631-1585 
See  our  ad  on  page  28. 

Andermac 

2626  Live  Oak  Hwy 

Yuba  City,  CA  95991-8810 

(800)824-0214 

(916)  674-1806  (FAX) 

For  free  information  circle  4  on 

Reply  Card. 

Aquatec  Health  Care 
Products  L.P. 

1003  International  Dr 

Oakdale,PA  15071-9223 

(412)  695-2122 

(412)  695-2922  (FAX) 

For  free  information  circle  128  on 

Reply  Card. 

Columbia  Medical  Mfg  Corp 

PO  Box  633 

Pacific  Palisades.  CA  90272 

(310)454-6612 

(310)  305-1718  (FAX) 

See  our  ad  on  pages  21,23,  52. 

J.  A.  Preston  Corp 

PO  Box  89 

Jackson,  Ml  49204-0089 

(800)631-7277 

(800)  245-3765  (FAX) 

See  our  ad  on  the  back  cover. 


Ortho-Kinetics  Inc 

W220  N507  Springdale  Rd 
Waukesha,  Wl  53187 
(800)  558-7786 
(414)  542-0625  (FAX) 
For  free  information  circle  95  on 
Reply  Card. 

Rifton  Equipment 

PO  Box  901 
Rifton,  NY  12471-0901 
(800)  374-3866 
(914)  658-8065  (FAX) 
See  our  ad  on  page  63. 


BEDDING 

Hard  Manufacturing  Co  Inc 

230  Grider  St 
Buffalo,  NY  14215 
(800)  USE-HARD 

Woodbury  Products  Inc 

4410  Austin  Blvd 
Island  Park,  NY  11558 
(800)  879-3427 
(516)  431-6793  (FAX) 
See  our  ad  on  page  21. 

CATALOGS 

Columbia  Medical  Mfg  Corp 

PO  Box  633 

Pacific  Palisades.  CA  90272 

(310)454-6612 

(310)  305-1718  (FAX) 

See  our  ad  on  pages  21.23.  52. 

Consumer  Care  Products  Inc 

PO  Box  684 

Sheboygan. Wl  53082-0684 

(414)  459-8353 

(414)  459-9070  (FAX) 

For  free  information  circle  107  on 

Reply  Card. 

Edmark  Corporation 

6727  185th  Ave  NE 

Redmond,  WA  98052 

(800)  362-2890; 

(206)  556-8430  (FAX) 

For  free  information  circle  23  on 

Reply  Card. 

Flaghouse  Inc 

150N  MacQuesten  Pkwy 
Mt.  Vernon.  NY  10550 
(914)  699-1900 
(914)699-2961  (FAX) 
See  our  ad  on  page  28 

Imaginart 

307  Arizona  St 
Bisbee.  AZ  85603 
(602)  432-5741 
(602)  432-5134  (F,AX) 
See  our  ad  on  page  42. 
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CLOTHING 

M.  J.  Markell  Shoe 
Company  Inc 

PO  Box  246,  Main  Station 
Yonkers,  NY  10702-0246 
See  our  ad  on  page  21. 

Special  Clothes 

PO  Box  4220 

Alexandria,  VA  22303 

(703)  683-7343 

(703)  549-2640  (FAX) 

For  ifree  information  circle  70  on 

Reply  Card 

Starlight  Footwear  Collection 

21537  Kapok  Cir 
Boca  Raton,  FL  33433 
(800)  55-SHOES 
See  our  ad  on  page  51. 

COMMUNICATION 
AIDS 

Care  Electronics 

5741  Arapahoe  Rd,  Ste  2  A 

Boulder,  CO  80303 

(303)  444-CARE  (2273) 

For  free  information  circle  138  on 

Reply  Card. 

Consumer  Care  Products  Inc 

PO  Box  684 

Sheboygan, Wl  53082-0684 

(414)459-8353 

(414)459-9070  (FAX) 

For  free  information  circle  108  on 

Reply  Card. 

Don  Johnson  Developmental 
Equipment 

PO  Box  639 

Wauconda,  IL  60084-0639 
(708)  526-2682 

For  free  information  circle  139  on 
Reply  Card. 

Imaginart 

307  Arizona  St 
Bisbee,AZ  85603 
(602)  432-5741 
(602)  432-5134  (FAX) 
See  our  ad  on  page  42. 

Luminaud  Inc 

8688  Tyler  Blvd 

Mentor,  OH  44060 

(216)255-9082 

(216)255-2250  (FAX) 

For  free  information  circle  49  on 

Reply  Card. 

Marfolesoft 

12301  Control  Ave  NE 
Blaine,  MN  55434 
(612)  755-1402 

For  free  information  circle  136  on 
Reply  Card. 


ERIC 


Tash  Inc 

Unit  1,91  Station  St 

Ajax,  ON 

Canada  L15  3H2 

See  our  ad  on  pages  52,  56. 

Voicing!  Inc 

3857  Birch,  Ste  194 
Newport  Beach,  CA  92660 
(714)833-2710 
(714)833-1005  (FAX) 
See  oar  ad  on  page  65. 

COMPUTER 
HARDWARE 

Apple  Computer 

20525  Mariani  Ave 
Cupertino,  CA  95014 
(800)  538-9696  ext  215 
See  our  ad  on  page  40-41. 

Edmark  Corporation 

6727  185th  Ave  NE 

Redmond,  WA  98052 

(800)  362-2890 

(206)  556-8430  (FAX) 

For  free  information  circle  24  on 

Reply  Card. 

IBM  (Special  Needs  Systems) 

1000  NW  51st  St 

Boca  Raton,  FL  33429 

(407)  982-9099 

(407)  982-6059  (FAX) 

For  free  information  circle  121  on 

Reply  Card. 

Prentke  Romich  Co 

1072  Hey  I  Rd 
Wooster,  OH  44691 
(800)262-1984 
(216)263-4829  (FAX) 
See  our  ad  on  page  52. 

Synergy 

68  Hale  Rd 

E  Walpole,  MA  02032 

(508)  668-7424 

(508)  668-4134  (FAX) 

For  free  information  circle  80  or; 

Reply  Card. 

COMPUTER 
SOFTWARE 

Don  Johnson  Developmental 
Equipment 

PO  Box  639 

Wauconda,  IL  60084-0639 
(708)  526-2682 

For  free  information  circle  140  on 
Reply  Card. 

E.C.S.  Exceptional  Children's 
Software 

PO  Box  487 
Hays,  KS  67601 
(913)  625-9281 

For  free  information  circle  28  on 
Reply  Card. 


Edmark  Corporation 

6727  185th  Ave  NE 

Redmond,  WA  98052 

(800)  362-2890 

(206)  553-8430  (FAX) 

For  ifree  information  circle  22  on 

Reply  Card. 

Laureate  Learning  Systems  inc 

1 10  E  Spring  St 
Winooski,  VT  05404 
(800)  562-6801 
(802)  655-4757  (FAX) 
See  our  ad  on  page  48. 

Marblosoft 

12301  Control  Ave  NE 
Blaine,  MN  55434 
(612)  755-1402 

For  ifree  information  circle  137  on 
Reply  Card. 

Microsystems  Software 

600  Worcester  Rd 
Framingham,  MA  01701 
(508)  879-9000 

Prentke  Romich  Co 

1072  Heyl  Rd 
Wooster,  OH  44691 
(800)262-1984 
(216)263-4829  (FAX) 
See  our  ad  on  page  52. 

UCLA  Intervention  Program 

UCLA/LAUSD  Microcomputer 
Project 

1000  Veteran  Ave,  Rm  23-10 
Los  Angeles,  CA  90024 
(310)825-4321 

For  free  information  circle  83  on 
Reply  Card. 

ENVIRONMENTAL 
CONTROLS 

Quartet  Technology  Inc 

7565  Tiptoe  Ln 

Cupertino,  CA  95014 

(408)253-1971  (West;  Voice/FAX); 

(508)  692-9313  (East) 

For  free  information  circle  64  on 

Reply  Card. 

Tash  Inc 

Unit  1,91  Station  St 

Ajax,  ON 

Canada  L15  3H2 

See  our  ad  on  pages  52,  56. 

Teledynn  Brown  Engineering 
(Imperium) 

300  Sparkman  Dr  NW 

Huntsviile,  AL  35807 

(205)  726-6745 

(205)  726-6739  (FAX) 

For  free  information  circle  120  on 

Reply  Card. 


ESTATE  PLANNING 

Estate  Planning  for  Persons 
with  Disabilities  (National  Office) 

31 00  Arapahoe  Ave,  Ste  1 1 2 
Boulder,  CO  80303 
(800)448-1071 
(303)  449-6003  (FAX) 
See  our  ad  on  page  42. 

FEEDING  AIDS 

Equipment  Shop 

PO  Box  172 
Bedford.  MA  01730 
(617)275-7681 
(617)275-4094  (FAX) 
See  our  ad  on  page  42. 

Imaginart 

307  Arizona  St 
Bisbee,  AZ  85603 
(602)  432-5741 
(602)  432-5134  (FAX) 
See  our  ad  on  page  42. 

Ross  Products  Division  of 
Abbott  Laboratories 

625  Cleveland  Ave 
Columhus,  OH  43226 
(800)  544-7495 

For  free  information  circle  126  on 
Reply  Card. 

Woodbury  Products  inc 

4410  Austin  Blvd 
Island  Park,  NY  11558 
(800)  879-3427 
(516)431-6793  (FAX) 
See  our  ad  on  page  21. 

FOOD,  SPECIAL 

Woodbury  Products  Inc 

4410  Austin  Blvd 
Island  Park,  NY  11558 
(800)  879-3427 
(516)431-67C3  (FAX) 
See  our  ad  on  page  21. 

FURNITURE 

The  Boling  Company,  Furniture 
Manufacturer 

2  Annabelle  Ln 

Florham  Park,  NJ  07932 

(201)  966-0220 

(201)  966-6894  (FAX) 

For  free  information  circle  81  on 

Reply  Card. 

Interior  Planning  &  Design  Inc 

2  Annabelle  Ln 
Florham  Park,  NJ  07932 
(201)  966-0220 
(201)  966-6894  (FAX) 
See  our  ad  on  page  28. 
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Rhamdec  Inc/MYDESC 

476  Ellis  St 

Mountain  View,  CA  94043-2240 
(800)  4-MYDESC 
(415)965-3251 
(41 5)  965-0705  (FAX) 
See  our  ad  on  page  3. 

HEADGEAR 

Ortho-Kinetics  Inc 

W220  N507  Springdale  Rd 
Waukesha,  Wl  53187 
(800)  558-7786 
(414)  542-0625  (FAX) 
For  free  information  circle  97  on 
Reply  Card. 

Plum  Enterprises  Inc 

PO  Box  283 
Worcester.  PA  19490 
(800)  321 -PLUM 
(215)  584-4151  (FAX) 
For  free  information  circle  130  on 
Reply  Card. 

HEARING  AIDS, 
EQUIPMENT 

Oticon  Inc 

29  Schoolhouse  Rd 
Somerset,  NJ  08875 
(800)  227-3921  ext  535 
See  our  ad  on  the  inside  bac/c 
cover. 

HOME  HEALTH 
CARE 

AccessAble  Environments  & 
Products 

111  Cedar  St 
New  Rochelle,  NY  10801 
(800)  285-2525 
(914)632-1357  (FAX) 
See  our  ad  on  page  22. 

Columbia  Medical  Mfg  Corp 

PO  Box  633 

Pacific  Palisades,  CA  90272 
(310)454-6612 
(310)  305-1718  (FAX) 
See  our  ad  on  pages  21, 23,  52. 

Consumer  Care  Products  Inc 

PO  Box  684 

Sheboygan,  Wl  53082-0684 
(414)459-8353 
(414)459-9070  (FAX) 
For  free  information  circle  1 13  on 
Reply  Card. 

Maddak  Inc 

6  Industrial  Rd 
Pequannock,  NJ  07440 
(201)  628-7600 
(201)  305-0841  (FAX) 
For  free  infownation  circle  153  on 
Reply  Card. 
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N/R  Laboratories  Inc 

900  E  Franklin  St 
Centerville,  OH  45459 
(800)  433-9547 
(513)  433-0779  (FAX) 
See  our  ad  on  page  23. 

Woodbury  Products  Inc 

4410  Austin  Blvd 
Island  Park,  NY  11558 
(800)  879-3427 
(51 6)  431 -6793  (FAX) 
See  our  ad  on  page  21. 

INCONTINENCE 

CompCare 

5534  Cortez  Rd  W 
Bradenton,  FL  34210 
(800)877-7317 
See  our  ad  on  page  56. 

Dur&line 

324  Werner  St 
Leipsic.OH  45856 
(800)  654-3376 
See  our  ad  on  page  8. 

H.D.I.S. 

PO  Box  52039 
St.  Louis,  MO  63136 
(314)521-1380 

For  free  information  circle  145  on 
Reply  Card. 

Humanicare  International  Inc 

1471  Jersey  Ave 
North  Brunswick,  NJ  08902 
(800)631-5270 
(908)214-0666  (FAX) 
For  free  information  circle  151  on 
Reply  Card. 

Incon  Products  Company 

509  W  9th  St 
S  Sioux  City,  NE  68776 
(402)  494-1744  (FAX) 

Kimberty  Clark  Corp 

2  Neenah  Center 
Neenah,WI  54957-2006 
(414)721-8170 

For  free  information  circle  147  on 
Reply  Card. 

Principle  Business 
Enterprises  Inc 

Pine  Lake  Industrial  Pk 
Dunbridge,  OH  43414 
(800)  GO-PEACH  (467-3224) 
(419)352-8340  (FAX) 
For  free  information  circle  63  on 
Reply  Card. 

Procter  &  Gamble 

1  P  &  G  Plaza 
Cinncinati,  OH  45202 
(513)287-1839 

For  free  information  circle  149  on 
Reply  Card. 


Techno  Marketing  Inc  (TMI) 

307  Bacon  Rd 
Rougemont,  NC  27572 
(919)477-1387 

For  free  information  circle  122  on 
Reply  Card. 

Woodbury  Products  Inc 

4410  Austin  Blvd 
Island  Park,  NY  11558 
(800)  879-3427 
(516)  431-6793  (FAX) 
See  our  ad  on  page  21. 


INSURANCE 

CIGNA 

1  Liberty  PI 
1650  Market  St 
Philadelphia,  PA  19192-1550 
(215)761-1000 

For  free  information  circle  135  on 
Reply  Card. 

PERSONAL  CARE 

DeVilbiss  Health  Care  Inc 

PO  Box  635 

Somerset,  PA  15501-0635 

(814)443-4881 

(814)443-7597  (FAX) 

For  free  information  circle  134  on 

Reply  Card. 

N/R  Laboratories  Inc 

900  E  Franklin  St 
Centerville,  OH  45459 
(800)  433-9547 
(513)433-0779  (FAX) 
See  our  ad  on  page  23. 

Nu-Tec  Health  Products  Inc 

5671  Palmer  Wy,  Ste  D 

Carlsbad,  CA  92008 

(800)  868-8338 

(619)  720-2226  (FAX) 

For  free  information  circle  56  on 

Reply  Card. 

Woodbury  Products  Inc 

4410  Austin  Blvd 
Island  Park.  NY  11558 
(800)  879-3427 
(516)431-6793  (FAX) 
See  our  ad  on  page  21. 

PUBLISHERS 

Charles  C.  Thomas 

2600  S  First  St 
Springfield,  IL  62794 
(800)  258-8980 
(217)  789-9130  (FAX) 
See  our  ad  on  page  54. 

Interax  Training  Inc. 

POBox  473106 
Garland,  TX  75047 
(800)  242-5583 


Jason  and  Nordic  Publishing 

PO  Box  441 

Holidaysburg,  PA  16648 
(814)  696-4250  (FAX) 

Paul  H.  Brookes  Publishing  Co 

PO  Box  10624 
Baltimore.  MD  21285 
(410)337-9530 
(410)  337-8539  (FAX) 

Special  Needs  Project 

3463  State  St 

Santa  Barbara,  CA  93105 

(800)  333-6867 

Voicing!  Inc 

3857  Birch,  Ste  194 
Newport  Beach,  CA  92660 
(714)833-2710 
(714)833-1005  (FAX) 
See  our  ad  on  page  65. 

Woodbine  House 

5615  Fishers  Ln 
Rockville,  MD  20852 
(800)  843-7323 

RAMPS/LIFTS 

AccessAble  Environments  & 
Products 

111  Cedar  St 
New  Rochelle,  NY  10801 
(800)  285-2525 
(914)632-1357  (FAX) 
See  our  ad  on  page  22. 

The  Braun  Corp 

1014SMonticelloSt 

Winamac,  IN  46996 

(800)THE-LIFT 

(719)946-4670  (FAX) 

For  free  infownation  circle  116  on 

Reply  Card. 

Bruno  Independent 
Living  Aids  Inc. 

1780  Executive  Dr 
PO  Box  84 

Oconomowoc,  Wl  53066 
(800)887-8183 
(414)567-4341  (FAX) 
See  our  ad  on  page  30. 

Flinchbaugh  Co  Inc 

390  Eberts  Ln 
York,  PA  17473 
(717)854-7720 
(717)843-7381  (FAX) 
For  free  information  circle  124  on 
Reply  Card. 

G.T.  Fabrication  Inc 

601  Tunkhannook  Ave 
West  Pittston,  PA  18643 
(717)883-0775 
(717)883-2232  (FAX) 
For  free  information  circle  125  on 
Reply  Card. 
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Handi-Move 

982  Rt1 

Pine  Island,  NY  10969 

(800)  724-5305 

(914)258-6500 

(914)  258-6634  (FAX) 

For  free  information  circle  35  on 

Reply  Card. 

Homecare  Products  \nc 

15824  SE  296th  St 
Kent,  WA  98042 
(800)451-1903 
(206)  630-8196  (FAX) 
See  our  ad  on  page  64. 

J.  A.  Preston  Corp 

PO  Box  89 

Jackson, Ml  49204-0089 

(800)631-7277 

(800)  245-3765  (FAX) 

See  our  ad  on  the  back  cover 

Ortho-Kinetics  Inc 

W220  N507  Springdale  Rd 

Waukesha,  Wl  53187 

(800)  558-7786 

(414)  542-0625  (FAX) 

For  free  information  circle  98  on 

Reply  Card. 

Ricon  Corp 

12450  Montague  St 
Pacoima,  CA  91331 
(818)  899-7588 
(818)  890-3354  (FAX) 
See  our  ad  on  page  29. 

S.  D.  Enterprises 

28936  Phillips  St 

Elkhart,  IN  46514 

(800)  373-3661 

(219)262-3324  (FAX) 

For  free  information  circle  11 8  on 

Reply  Card. 

RECREATION 

Angletech 

318NHwy  67 
PO  Box  1893 

Woodland  Park,  CO  80866-1893 
(800)  793-3038 
(719)687-7475  (FAX) 
For  free  information  circle  104  on 
Reply  Card. 

Consumer  Care  Products  Inc 

PO  Box  684 

Sheboygan.  Wl  53082-0684 

(414)  459-8353 

(414)  459-9070  (FAX) 

For  free  information  circle  1 10  on 

Reply  Card. 

Equipment  Shop 

PO  Box  172 
Bedford,  MA  01730 
(617)275-7681 
(617)  275-4094  (FAX) 
See  our  ad  on  page  42. 


Flaghouse  Inc 

150  N  MacQuesten  Pkwy 
Mt.  Vernon,  NY  10550 
(914)699-1900 
(914)699-2961  (FAX) 
See  our  ad  on  page  28. 

Haverich  Ortho-Sport  Inc 

67  Emerald  St 
Keene,  NH  03431 
(603)  358-0438 
(603)  358-7998  (FAX) 
See  our  ad  on  page  22. 

Quickie  Designs 

2842  Business  Park  Ave 
Fresno,  CA  93727-1328 
(800)456-8168 

For  free  information  circle  94  on 
Reply  Card. 

Stroller-Pack 

134  N  Franklin  St 
Juneau,  AK  99801 
(800)  487-9652 
(907)  463-4889  (FAX) 
See  our  ad  on  page  51. 

SCHOOLS,  CAMPS, 

RESIDENTIAL 

PROGRAMS 

Annandale  at  Suwanee  Inc 

3500  Annandale  Ln,  Box  7 
Suwanee,  GA  30174 
(404)  945-8381 
See  our  ad  on  page  58. 

Berkshire  Meadows 

249  N  Plain  Rd 
Housatonic,  MA  01236 
(413)528-2523 
See  our  ad  on  page  47. 

Camp  Huntington 

PO  Box  3789 

Poughkeepsie,  NY  12603 

(914)687-7840 

See  our  ad  on  page  58. 

Chapel  Haven  Inc 

1040  WhalleyAve 
New  Haven,  CT  06515 
(203)397-1714 

For  free  information  circle  142  on 
Reply  Card. 

Crotched  Mountain 
Rehabilitation  Center  Inc 

1  Vemey  Dr 
Greenfield,  NH  03047 
(603)  547-331 1 
See  our  ad  on  page  45. 

Devereux 

19  S  Waterloo  Rd 

PO  Box  400 

Devon,  PA  19333 

(800)  345-1292  ext  3045 

(215)971-4600 

See  our  ad  on  page  53. 
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The  Duvall  Home 

3395  Grand  Ave 
PO  Box  22036 
Glenwood,  FL  32722 
(800)  358-0450 
(904)  734-5504  (FAX) 
See  our  ad  on  page  5 1. 

Evergreen  Center 

345  Fortune  Blvd 
Milford,  MA  01757 
(508)  478-5597 
See  our  ad  on  page  28. 

The  Groden  Center  Inc 

86  Mount  Hope  Ave 
Providence,  Rl  02906 
(401)274-6310 
See  our  ad  on  page  63. 

Heartspring 

2400  Jardine  Dr 
Wichita,  KS  67219 
(316)262-8271 
(800)  835-1043 
See  our  ad  on  page  8. 

HMS  School  for  Children 
with  Cerebral  Palsy 

4400  Baltimore  Ave 
Philadelphia,  PA  19104 
(215)222-2566 
See  our  ad  on  page  65. 

The  Learning  Center 

411  Waverly  Oaks  Rd 
Waltham,  MA  02154 
(617)893-6000 
See  our  ad  on  page  58. 

New  England  Villages  Inc 

664EP  School  St 
Pembroke,  MA  02359 
(617)293-5461 
See  our  ad  on  page  46. 

South  Shore  Center  for  Brain 
Injured  Children  Inc 

Braintree  high  School 
128  Town  St 
Braintree,  MA  02184 
(617)848-0285 

For  free  information  circle  141  on 
Reply  Card. 

St  Coletta  School 

W4955Hwy  18 
Jefferson,  Wl  53549 
(414)674-4330 
See  our  ad  on  page  48. 

St  Coletta's  of  Massachusetts 

400  Washington  St 
Hanover,  MA  02339 
(617)826-6371 
See  our  ad  on  page  46. 

St  John's  Villa 

620  Roswel!  Rd  NW 
PO  Box  457 
Carroliton.OH  44615 
(2(6)627-9789 
See  our  ad  on  page  46. 
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Shevet  Achim  &  Yachad/NCSY 

63-67  108th  St 

Forest  Hills,  NY  11375 

(718)997-1177 

(212)563-4000 

See  our  ad  on  page  58. 

The  Stewart  Home  School 

Box  20 

Frankfort,  KY  40601 

(502)  875-4664 

See  our  ad  on  page  48. 

Voorhees  Pediatric  Facility 

1304  Uurel  Oak  Rd 
Voorhees,  NJ  08043 
(609)  346-3300 
See  our  ad  on  page  56. 

SEATING/ 
POSITIONING 

Columbia  Medical  Mfg  Corp 

PO  Box  633 

Pacific  Palisades,  CA  90272 

(310)454-6612 

(310)  305-1718  (FAX) 

See  our  ad  on  pages  21,  23,  52. 

Consumer  Care  Products  Inc 

PO  Box  684 

Sheboygan,  Wl  53082-0684 

(414)459-8353 

(414)  459-9070  (FAX) 

For  free  information  circle  111  on 

Reply  Card. 

Convaid  Products  Inc 

PO  Box  2458 

Rancho  Paios  Verdes,  CA  90274 
(310)539-6814 
(310)  539-3670  (FAX) 
See  our  ad  on  page  39. 

Equipment  Shop 

PO  Box  172 
Bedford,  MA  01730 
(617)275-7681 
(617)275-4094  (FAX) 
See  our  ad  on  page  42. 

Raghouse  Inc 

150  N  MacQuesten  Pkwy 
Mt.Vemon,  NY  10550 
(914)699-1900 
(914)699-2961  (FAX) 
See  our  ad  on  page  28. 

Freedom  Designs 

2241  S  Madera  Rd 
Simi  Valley,  CA  93065 
(800)331-8551 

For  free  information  circle  31  on 
Reply  Card. 

Invacare 

899  Cleveland  St 
Elyria,OH  44036 
(216)329-6696 

For  free  information  circle  154  on 
Reply  Card. 
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J.  A.  Preston  Corp 

POBox89 

Jackson,  Ml  49204-0089 
(800)631-7277 
(800)  245-3765  (FAX) 
See  our  ad  on  the  back  cover. 

Jay  Medical  Ltd 

PO  Box  18656 
Boulder,  CO  80308-8656 
(800)  648-8282 
(303)  442-5529 
(303)  442-3855  (FAX) 
For  free  information  circle  44  on 
Reply  Card. 

Kennedy  Krieger  Institute 

707  N  Broadway 
Baltimore,  MD  21205 
(410)550-9000 
(410)  550-8217  (FAX) 
See  our  ad  on  page  42. 

KidKart 

126  Rosebud  St,  #1 
Belgrade,  MT  59714 
(406)388-1080 

For  free  information  circle  46  on 
Reply  Card. 

Loyal  LaPlante  Supply  Co 

6702  El  1th  St 
Tulsa.  OK  74112 
(918)835-6381 

Mulholland  Positioning  Systems 

PO  Box  391 

Santa  Paula,  CA  93060 
(805)525-7165 

For  free  information  circle  54  on 
Reply  Card. 

Ortho-Kinetics  Inc 

W220  N507  Springdale  Rd 
Waukesha,  Wl  53187 
(800)  558-7786 
(414)  542-0625  (FAX) 
For  free  information  circle  99  on 
Reply  Card. 

Otto  Bock  Orthopedic 
Industry  Inc 

3000  Xenium  Ln  N 
Minneapolis,  MN  55441 
(800)  328-4058 
(800)  962-2549  (FAX) 
For  free  information  circle  58  on 
Reply  Card. 

Rifton  Equipment 

PO  Box  901 
Rifton,  NY  12471-0901 
(800)  374-3866 
(914)  658-8065  (FAX) 
See  our  ad  on  page  63. 

Special  Design 

PO  Box  130 
Gillette,  NJ  07933 
(908)  464-8825 
See  our  ad  on  page  7. 


Special  Health  Systems 

90  Englehard  Dr 
Aurora,  ON 
Canada  L4G  3V2 
(905)841-1032 
(905)  841-6162  (FAX) 
For  free  information  circle  72  on 
Reply  Card. 

STANDING 
EQUIPMENT 

Consumer  Care  Products  Inc 

PO  Box  684 

Sheboygan,  Wl  53082-0684 

(414)459-8353 

(414)  459-9070  (FAX) 

For  free  information  circle  1 12  on 

Reply  Card. 

J.  A.  Preston  Corp 

PO  Box  89 

Jackson,  Ml  49204-0089 

(800)631-7277 

(800)  245-3765  (FAX) 

See  our  ad  on  the  back  cover 

Mulholland  Positioning  Systems 

PO  Box  391 

Santa  Paula,  CA  93060 
(805)525-7165 

For  free  information  circle  52  on 
Reply  Card. 

Ortho-Kinetics  Inc 

W220  N507  Springdale  Rd 

Waukesha.  Wl  53187 

(800)  558-7786 

(414)542-0625  (FAX) 

For  free  information  circle  100  on 

Reply  Card. 

Prime  Engineering 

4838  W  Jacquelyn  #105 

Fresno.  CA  93722 

(209)  276-0991 

(209)  276-3544  (FAX) 

For  free  information  circle  62  on 

Reply  Card. 

Quickie  Designs 

2842  Business  Park  Ave 
Fresno,  CA  93727-1328 
(800)456-8168 

For  free  information  circle  93  on 
Reply  Card. 

Rifton  Equipment 

PO  Box  901 
Rifton,  NY  12471-0901 
(800)  374-3866 
(914)658-8065  (FAX) 
See  our  ad  on  page  63. 


TOYS  AND  HOBBIES 

D.  Brady  &  Associates 

PO  Box  487  EP 

Flourtown.PA  19031 

(215)247-1588 

(215)247-4121  (FAX) 

For  free  information  circle  5  on 

Reply  Card. 

Innovative  Products  Inc 

830  South  48th  St 

Grand  Forks,  ND  58201 

(800)950-5185 

(701)  772-5284  (FAX) 

See  our  ads  on  pages  27,  56. 

PI  Bear  Co  Inc 

821  Main 
PO  Box  189 
Lacrosse.  KS  67548 
(800)  467-2327 
(913)  222-2535 
(913)  222-3102  (FAX) 
See  our  ad  on  page  63. 

Voicing!  Inc 

3857  Birch,  Ste  194 
Newport  Beach,  CA  92660 
(714)833-2710 
(714)  833-1005  (FAX) 
See  our  ad  on  page  65. 

TRICYCLES 

Triaid  Inc 

3  Commerce  Dr 
Comberland,  MD  21502 
(301)  759-3525 
See  our  ad  on  page  72 

View  Point  Manufacturing 

PO  Box  108 

Spanish  Fork,  UT  84660 
(801)798-0181 

For  free  information  circle  1 19  on 
Reply  Card. 

VANS/ 

VAN  CONVERSION 

Action  Mobility 

1925 10th  Ave  N 
Lake  Worth,  FL  33461 
(407)  582-6500 
(800)  432-1459  (FL  only) 

Advanced  Conversions 

2105  N  Beach  St 
Fort  Worth,  TX  76111 
(817;  834-1003 

Areola  Mobility 

51  Kero  Rd 
Caristadt,  NJ  07072 
(800)  ARCOLA-1 
(201)  507-8500 

Barrier  Free  Systems  Inc 

165  Freeman's  Bridge  Rd 
Scotia,  NY  12302 
(518)346-4169 


The  Braun  Corp 

1014SMonticelloSt 

Winamac,  IN  46996 

(800)THE-LIFT 

(719)  946-4670  (FAX) 

For  free  information  circle  115  on 

Reply  Card. 

Chrysler  P-Cap  Resource 

1220  Rankin  St 

Troy,  Ml  48083-6004 

(800)  255-9877 

(313)597-3501  (FAX) 

For  free  information  circle  90  on 

Reply  Card. 

Crow  River  Industries  Inc 

14800  28th  Ave  N 
Minneapolis,  MN  55447 
(800)  488-7688 

For  free  information  circle  1 14  on 
Reply  Card. 

Drive  Master  Inc 

9  Spielman  Rd 
Fairfield,  NJ  07004 
(201)  808-9709 

DuraMed  Driving  Systems  Inc 

1543  15th  St 
Augusta,  GA  30901 
(800)  637-1378 

Ford  Mobility  Motoring  Program 

PO  Box  529 

Bloomfield  Hills,  Ml  48303-9857 

(800)  952-2248 

See  our  ad  on  the  inside  front 

cover. 

Forward  Motions  Inc 

214  Valley  St 
Dayton,  OH  45404 
(513)  222-5001 

General  Motors 
Mobility  Program 

3044  W  Grand  Blvd 
Detroit,  Ml  48202 
(800)  323-9935 

For  free  information  circle  32  on 
Reply  Card. 
S.  D.  Enterprises 
28936  Phillips  St 
Elkhart.  IN  46514 
(800)  373-3661 
(219)  262-3324  (FAX) 
For  free  information  circle  117  on 
Reply  Card. 

Vantage  Mini  Vans 

2441  E.  Chambers 
Phoenix,  AZ  85040 
(602)  243-2700 

For  free  information  circle  132  on 
Reply  Card. 
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Volkswagen 

3800  Hamlin  Rd 

Auburn  Hills,  Mi  48326 

(313)340-5000 

(313)  340-5025  (FAX) 

For  free  information  circle  146  on 

Reply  Card. 

WHEELCHAIRS 

Atlantic  Rehabilitation  Inc 

81  RumfordAve 
Waltham,  MA  02254 
(617)894-0069 

Consumer  Care  Products  Inc 

PO  Box  684 

Sheboygan,  Wl  53082-0684 

(414)459-8353 

(414)  459-9070  (FAX) 

For  free  information  circle  109  on 

Reply  Card. 

Convaid  Products  Inc 

PO  Box  2458 

Rancho  Paios  Verdes,  CA  90274 
(310)539-6814 
(310)  539-3670  (FAX) 
See  our  ad  on  page  39. 


Damaco 

20542  Plummer  St 
Chatsworth,  CA  91307 
(800)  432-2434 

For  free  information  circle  133  on 
Reply  Card. 

Dowd  Rental 

100  Main  St 
Buffalo,  NY  14202 
(716)883-8188 

Eagle  Sportschairs 

2351  Parkwood  Rd 

Snellville,  GA  30278 

(404)  972-0763 

(404)  985-4885  (FAX) 

For  free  information  circle  21  on 

Reply  Card. 

Electric  Mobility 

1  Mobility  PIz 
Sewell,  NJ  08088 
(800)  662-4548 

For  free  information  circle  152  on 
Reply  Card. 

Everest  &  Jennings 

1 100  Corporate  Square 
St.  Louis,  MO  63132 
(314)995-7058 

For  free  information  circle  148  on 
Reply  Card. 
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Fortress 

827  Jefferson  Ave 
Clovis,CA  93612 
(209)  323-0292 

For  free  information  circle  131  on 
Reply  Card. 

Invacare 

899  Cleveland  St 
Elyria.OH  44036 
(216)329-6696 

For  free  information  circle  143  on 
Reply  Card. 

Kushall  of  America 

708  ViaAlondra 
Camarillo,  CA  93012 
(800)  654-4768 

For  free  information  circle  47  on 
Reply  Card. 

Mulholland  Positioning  Systems 

PO  Box  391 

Santa  Paula,  CA  93060 
(805)525-7165 

For  free  information  circle  53  on 
Reply  Card. 

Ortho-Kinetics  Inc 

W220  N507  Springdale  Rd 

Waukesha.  Wl  53187 

(800)  558-7786 

(414)542-0625  (FAX) 

For  free  information  circle  96  on 

Reply  Card. 

Permobil  Inc 

6B  Gill  St 

Wobum,  MA  01801 

(617)932-9009 

(617)932-0428  (FAX) 

For  free  information  circle  59  on 

Reply  Card. 

Quickie  Designs 

2842  Business  Park  Ave 
Fresno,  CA  93727-1328 
(800)456-8168 

For  free  information  circle  92  on 
Reply  Card. 

Rehabco 

1513  Olmstead  Ave 
Bronx,  NY  14202 
(718)829-3800 

Snug  Seat 

1081  Independence 
Matthews,  NC  28106 
(704)  847-0772 
See  our  ad  on  page  10. 

Stroller-Pack 

134  N  Franklin  St 
Juneau,  AK  99801 
(800)  487-9652 
(907)  463-4889  (FAX) 
See  our  ad  on  page  51. 


SO 


WHEELCHAIRS/ 
SCOOTERS 

Amigo  Mobility 

6693  Dixie  Hwy 
Bridgeport,  Ml  48722 
(800)248-9130 

For  free  information  circle  144  on 
Reply  Card. 

Bruno  Independent 
Living  Aids  Inc 

1780  Executive  Dr 
PO  Box  84 

Oconomowoc,  Wl  53066 
(800)887-8183 
(414)567-4341  (FAX) 
See  our  ad  on  page  30. 

ALL  OTHER 
SERVICES 

Abledata 

Database  of  Assistive  Technology 

8455  Colesville  Rd,  Ste  935 

Silver  Spring,  MD  20910 

(301)  588-9284 

(301)  587-1967  (FAX) 

For  free  information  circle  91  on 

Reply  Card. 

Cumberland  Hospital  for 
Children  and  Adolescents 

PO  Box  150 
New  Kent,  VA  23124 
(800)  368-3472 
(804)  966-5639  (FAX) 
See  our  ad  on  page  24. 

Global  Export  Marketing  (GEM) 

Intemational  Marketing 
2  Annabelle  Ln 
Flortiam  Park,  NJ  07932 
(201)  966-0220 
(201)  966  -6894  (FAX) 
See  our  ad  on  page  30. 

LINCS-BBS 

c/o  Parents  Helping  Parents 

Electronic  Bulletin  Board 
535  Race  St,  #140 
San  Jose,  CA  95126 
(408)  294-6933  (BBS) 
(408)  288-5010  (Voice) 

Ross  Products  Division  of 
Abbott  Laboratories 

Enteral  Nutritional  Products  - 
Pediatrics  &  Adults 
625  Cleveland  Ave 
Columbus,  OH  43226 
(800)  544-7495 

For  free  information  circle  127  on 
Reply  Card. 
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Clothing 


Adrian's  Closet 

PO  Box  9506 

Rancho  Santa  Fe,  CA  92067 
(800)831-2577 

Cribs  &  Youth  Beds 

HARD  Manufacturing  Co.,lnc 

230  Glider  St 

Buffalo,  NY  14215 

(800)  USE-HARD 
The  #1  mfg.  sets  the  standard  for  safe- 
ty in  hospitals.  216  colorful  models 
available.  HARD  will  adapt  products  to 
meet  your  special  requirement. 

Equipment  C  lers 

Massachusetts 

Atlantic  Rehab  Inc 

81  Runiford  Ave 

Walthani,  MA  02254-9055 

(617)  894-0069 
Atlantic  Rehab,  specializes  in  Pediatric 
Mobility  and  Seating.  Sales  and 
Service.  Please  caiP  for  more 
infonnation. 

New  York 

Dowd  Rental  &  Sales 

100  Main  St 

Buffalo,  NY  14202 

(716)  883-8188 
Dowd  has  been  seividng  the  area  since 
1930.  For  personal  service  and  quality 
equipment  and  further  information  call 
Dowd  Rental  &  Sales,  Inc. 

Rehabco® 

1513  OInistead  Ave 

Bronx,  NY  10462 

(718)  829-3800 
45  years  as  Mew  York's  oldest  and 
best  Rehab,  dealer.  Experts  in  chil- 
drens  mobility  &  custom  sealing.  Full 
time  therapist  for  evaluations  at  our 
newfacility.  Ask  for  our  295  page 
Technotogy  Guide.  Please  call  or 
write  us  today  for  more  infomiation 
and  quality  service. 

Oklahoma 

Loyal  LaPlante  Supply  Co. 

6702  E  11th  St 

Tulsa,  OK  74112 

(918)  835-6381 
Custom  seating.  Check  Marc  certi- 
fied repairs.  Authorized  Check  Marc 
Repair  Center.  We  carry  most  prod- 
ucts &  advertised  in  this  magazine. 


Pennsylvania 


Dowd  Medical  Equipment 

904  Penn  Ave 

Pitlsburgn,  PA  15221 

(412)  371-7300/(800)  MED-DOWD 
Trained  professionals  in  custom, 
mobility,  seating  &  positioning.  A  full 
sen^ice  Dept.  is  available  for  modifi- 
cattons  on  site.  Call  for  more  info. 


Grocery  Services 

Grocery  Store  to  Your  Door 

PO  Box  9001 

Ft.  Worth,  TX  76147 

(800)  460-7472  ext.  1000 
Catalog  ordering  nonperishables: 
groceries,  household  cleaning,  pet 
supplies,  paper  items,  toiletries  order 
from  safety  and  convenience  of  your 
home.  UPS  to  your  door  FREE. 
Low  monthly  fee  and  a  way  to  earn 
money  if  interested.  No  more  long 
lines,  reclaim  your  free  time. 

Incontinence 

Access  Medical  Supply 

2006  Crown  Plaza  Dr 

Colunibus,  OH  43235 

(800)  242-2460 
ATTENDS  YOUTH  BRIEFS.  Fit 
children  35-75  lbs.  $51 .95/cs  (96), 
Free  Delivery.  Mention  this  ad  to 
receive  a  free  tub  of  Attends 
Disposable  Washcloths  ($8.25 
value)  with  your  first  order!  We  also 
carry  Depend,  Serenity,  other 
items.  Call  for  our  Free  Catalog! 

Incon  Products  Company 

509  W  9th  St 

S.  Sioux  City,  NE  68776 

Fax  (402)  494-1744 
We  cany  a  full-line  of  reusable  dia- 
pers and  pull  over  plastic  pants. 
Available  in  all  sizes.  Write  for  more 
information  and  FREE  brochure. 

Quality  Care  Incontinence 
Products 

PO  Box  162 
Woodstock,  MD  21183 
(800)  494-4984 

Diapers/Briefs  up  to  48"  waist; 

Training  Pants  to  42",  Ovemight 

Pants  20"-44";  Bed  Pads; 

Flushable  Liners.  Prints  available! 

Top  Drawers 

901 V2  Main  St 

Hopkins,  MN  55343 

(612)  933-8231 
TOP  DRAWERS  offers  waterproof 
products  for  girls  and  boys  of  all 
ages  and  adults.  100%  cotton  dia- 
pers and  bright  colorful  nylon  cov- 
ers are  washable  and  reusable. 
Discreet  home  delivery.  Free  cata- 
log available.  Please  call  for  more 
information. 

Monitoring  Systems 

Care  Electronics 

5741  Araphoe  Rd,  Suite  2A 

Boulder,  CO  80303 

(303)  444-CARE  (2273) 
WanderCARE  Systems  notify  care- 
givers when  their  wanderer  leaves 
home.Locate  them  up  to  ONE 
MILE  away.  FREEcata'og. 

Resources/Special  Needs 

LINCS-BBSC/OPHP, 

535  Race  St,  #140 

San  Jose,  CA  95126 

(408)  294-6933  BBS 

(408)  288-5010  Voice 
Electronic  bulletin  board  housing 
hundreds  of  resources  for  families 
and  prof,  caring  for  chiWren  with 
special  needs.  Resource  directory, 
file  database,  Intemet  mail  and 
more!  No  on-line  charges.  Settings: 
N-8-1,  up  to  14,400  baud,  24  hours. 


Seating  &  Positioning 

Patient  Transfer 

PO  Box  421176 

Los  Angeles,  CA  90042-1 176 

(800)  510-0051 
Transfer-Beit  padded  four  handled, 
makes  transfer  much  easier.  Gumey- 
chair  wheelchair  transforms  into  gu' 
ney,  altows  toileting  thru  seat. 

Software 

GW  Micro 

310  Racquet  Dr 

Fort  Wayne,  IN  46825. 

Call  (219)  483-3625. 
People  that  are  blind,  visually 
impaired  or  learning  disabled  can 
benefit  from  GW  Micro's  Vocal- 
Eyes,  Sounding  Board  and  other 
products  providing  voice  output  on 
your  PC  computer. 

Microsystems  Software 

600  Worcester  Rd 
Framingham,  MA  01701 
(508)  879-9000 
HandiWARE  enables  and  improves 
access  to  PC's  forthe  mobility-impair- 
ed, speech-impaired  and  hearing- 
impaired.  Woriffi  with  off-the-shelf  pro- 
grams, generic  switches  &  industry- 
standard  speech  synthesizers.  $20-& 
6.95  s&h.  Rease  write  to  Micro-sys- 
tems Software  for  more  info. 


Microsystems  Software 

600  Worcester  Rd 

Framingham,  MA  01701 

(508)  879-9000 
MAGic  &  MAGic  Deluxe  magnify  PC 
or  laptop  VGWSVGA/XGA  screen, 
text  and  graphtes  programs  2X. 
Deluxe  magnifies  text-based  apps.  up 
to12X.  Work  with  adapted  access 
software.  MAGic:  $79.  Deluxe: 
$295  plus  $5  s&h.  Please  write  to 
Microsystems  Software  for  more  info. 

Sports  &  Recreation 

KID-KART 

126  Rosebud,  Ste#1 

Belgrade,  MT  59714 

(800)  388-5278 
The  Kid-E-Plus  is  a  lightweight  prima- 
ry use  chair  sturdy  enough  to  enable 
outdoor  mobility.  The  Kid-E-Plus 
Modular  Positioning  System  will 
accommodate  special  children  within 
the  full  spectrum  of  severity, 
adjustable  to  allow  growth.  Two 
mobility  bases  available.  Kid-Kart  also 
makes  custom  positioning  systems. 

Van  Conversion  Dealers 
Connecticut 

Drive-Master,  Inc. 

9  Spielman  Road 

Fairfield,  NJ  07004 

(201)808-9709 
Full  service  mobility  center:  raised 
tops/doors;  drop  floors;  custom  dri- 
ving equipment;  distributors  for 
Mobile  Tech.,  Crow  River  lifts, 
Ricon,  IMS,  EZ  Lock,  and  EMC 
touch  pad  systems.  41  yrs.  of  ser- 
vice to  the  disabled  community. 
Please  call  for  more  infomnation. 
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Florida 

Action  Mobility 

1925  10th  Ave  N 

Uke  Worth,  FL  33461 

(407)  582-6500 

(800)  432-1459  in  FL 
Full  or  Mini-Van  modMons.  Scooter 
&  wheeldiair  CRs,  lifts,  drop  fioor,  raised 
roof,  kxJdowns,  driving  equipment 
Install,  customize,  repair.  All  mfgs. 

B  &  R  Mobility  Services  Inc 

914  E  Skagway  Ave 

Tampa,  FL  33604 

(813)933-5452 
Cornplete  mobility  equipment  dealer. 
NMEDA  OuaTity  Assurance  Program. 
Ctiarter  member  with  5  star  ratii^. 
Call  for  infoimaticn. 

Georgia 

DuraMed  Driving  Systems  Inc 

1543  15th  St 

Augusta,  GA  30901 

(800)  637-1378 
Custom  driving  systems,  whdir,  scooter 
Cfts,  elevalors,  van  conversnns.  IMS 
Mobile  Tech.,  Crow  River,  Ricon,  EMC, 
MPD,  EZ  Lock.  NMEDA  &  MED  group. 

Indiana 

Alternative  Mobility 

28244  Clay  St 

Elkhart,  IN  46517 

(219)  293-0367 
Van  and  auto  modificatk)ns,  lifts,  tie 
downs,  raised  roof,  towered  Ikxxs,  dri- 
ving axis.  NMEDA  Members.  Please 
call  for  more  infonmalkxi. 

Forward  Motions  Inc 

214  Valley  St 

Dayton,  OH  45404 

(513)  222-5001 
Full-size/Mini-Van  modifications,  new/ 
used,  lifts,  dropfkX)r,  raised  roof,  lock 
downs,  driving  equip.  NMEDA  member. 
Owned  by  person  with  a  dfeability. 

Kentucky 

Forward  Motions  Inc 

214  Valley  St 

Dayton,  OH  45404 

(513)222-5001 
Full-Size/Mini-Van  modifications,  new/ 
used,  lite,  drop  fkxx,  raised  roof,  lock 
downs,  driving  equip.  NMEDA  member. 
Owned  by  person  with  a  disability. 

Massachusetts 

NE  Wheels 

3  Dunham  Rd 

Billerica,  MA  01821 

(800)  886-9247 
We  will  build  to  meet  your  needs. 
Complete  repair  sen/ice  available. 
Complete  line  of  automotive  adap- 
tive equipment. 

New  Jersey 

Areola  Mobility 

51  Kero  Road 
Carlstadt,  NJ  07072 
(201)  507-8500/(80O)ARCOLA-1 
New-Used-Trade-Lease-Buy.  Full 
sized,  mini,  rear  and  side  entry.  We 
carry  products  from  the  following 
manufacturers:  Braun,  KneeKar, 
Vantage,  Ricon,  and  Pick-A-Lift.  If 
we  don't  have  it,  we'll  find  it! 
Financing  is  available.  NMEDA 
Member.  Please  call  for  more  info. 
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Marketplace 


Drive-Master  Inc 

9  Spielman  Rd 

Fairfield,  NJ  07004 

(201)808-9709 
Full  service  mobility  center  raised 
tops/doors;  drop  floors;  custom  dri- 
ving equipment;  distributors  for 
Mobile  Tech.,  Crow  River  lifts, 
Ricon,  IMS,  EZ  Lock,  and  EMC 
touch  pad  systems.  41  yrs.  of  ser- 
vice to  the  disabled  community. 
Please  call  for  more  infomnation. 

New  York 

Barrier  Free  Systems  Inc 

1 65  Freeman's  Bridge  Rd 

Scotia,  NY  12302 

(516)346-4169 
We  sell  and  install  equipment  in 
the  aid  of  transportation  for  the 
physically  challenged.  For  more 
'r.furmation,  give  us  a  call! 

Drive-Master  Inc 

9  Spielman  Rd 

Fairfield,  NJ  07004 

(201)808-9709 
Full  service  mobility  center:  raised 
tops/doors;  drop  floors;  custom  dri- 
ving equipment;  distributors  for 
Mobile  Tech.,  Crow  River  lifts, 
Ricon,  IMS,  EZ  Lock,  and  EMC 
touch  pad  systems.  41  yrs.  of  ser- 
vice to  the  disabled  community. 
Please  call  for  more  infomnation. 


Ohio 

Forward  Motions  Inc 

214  Valley  St 
Dayton,  OH  45404 
(513)  222-5001 
Full-size/Mini-Van  modifkations,  new/ 
used,  Bfts,  drop  Ikxy,  raised  n»f,  k)ck 
downs,  driving  equp.  NMEDA  mem- 
ber. Owned  by  person  with  a  disability. 
TRI-STATE  MOBILITY 
Canton,  OH  (800)  343-3150 
Toledo,  OH  (800)  345-3150 
One  of  the  largest  inventories  of 
used  handicapped  vans. 
Nationwide  delivery  available  on 
requer '  Dealer  for  all  major 
mobility  equipment.  NMEDA 
Member  -  Quad  specialists. 

Pennsylvania 

Drive-Master  Inc 

9  Spielman  Rd 

Fairfield,  NJ  07004 

(201)808-9709 
Full  service  mobility  center:  raised 
tops/doors;  drop  floors;  custom  dri- 
ving equipment;  distributors  for 
Mobile  Tech.,  Crow  River  lifts, 
Ricon,  IMS,  EZ  Lock,  and  EMC 
touch  pad  systems.  41  yrs.  of  ser- 
vice to  the  disabled  community. 
Please  call  for  more  infomnation. 


South  Carolina 

DuraMed  Driving  Systems  Inc 

1543  15th  St 

Augusta,  GA  30901 

(800)637-1378 
Custom  driving  systems,  whfchr,  scooter 
lifts,  elevators,  van  comfensions.  IMS, 
Mobie  Tech.,  Crow  River,  Ricor,  EMC, 
MPD,  EZ  Lodt  NMEDA  &  MED  STXjp. 

Texas 

Advanced  Conversions 

2105  N  Beach  St 

Fort  Worth,  TX  761 1 1 

(817)834-1003 
Guy  Tucker,  President.  Adaptive 
vehBle  modificalions.  NMEDA  mem- 
ber. 6  yrs.  in  business.  Buy-sell-trade- 
lease  new  and  used  equipment. 
Wheefchair/scooter  irrts.  24  hour  ser- 
vKes.  Sale/ServKe:  Rcon,  Bnino, 
Mobil-Tech,  EMC,  EZ  Lock,  MPD, 
MPS,  Kneel  KAR,  Care  Concepts. 

LIFT  AIDS  INC 

2381  Pecan  Ct 

Ft.  Worth,  TX  761 17 

(817)  834-3881 

Metro  (817)  429-7141 
Mobility  specialist  for  physically  dis- 
abled, largest  wheetehair  lift  installer 
in  Ft.  Worth  mid  cities  area. 
Authorized  dealer/installer  for  Ricon, 
Crow  River,  Mobil  Tech,  Handteaps, 
Braun,  Vantage  Mini  Vans.  5  Star 
dealer/member  of  NMDA.  Full  repair 
&  servk;e  since  1968. 


Workshops 


Maxi-Move  Program 

112  Mountain  Rd 

Linthicum,  MD  21 090 

(410)789-0241 
Maxi-Move  Program:  "CP  not  neces- 
sary" woitehops  for  parents  with 
severely  involved  CP  chiWren;  6 
nxxithstoagee.  Before  inteiventwn 
operation:  MD;  PA;  PL;  VA  monthly: 
MD;  PA  FL;  VA.  Schedule  and  reg., 
indude$25:  please  write  to:  MM,  112 
Mountain  Rd.,  Linthicum,  MD  21090. 


Books,  Audio/Video  &  Educational  Material 


Books  for  Parents  &  Pro'essior^als 

WALKABOUT  -A  .story  of  AHILITII-S:" 
tile  potential  of  your  diiid.  Regpie 
proves  lie  i.s  not  a  "forever  ciiiid"  witii 
1,300  mile  iiii<e  around  WA  State.  $15 
ppd.  Balance  Pubs.,  P.O.  liox  447-x. 

I't.  Angeie.s,  WA  98.%2.  %  of  proceed.s 
to  di.saiiled  (money  b\ick  guarantee) 


BORN  THIS  WAY:  An  in.spirational 
.story  alx)ut  a  man  ixittiing  Cereliral 
I'alsy.  Copies  availal^ie  for  $5.95. 
Write  to  Don  Zivney.  1600  .Slierman 
Ave.,  Apt.  1 10.  .Stevens  Point,  WI  S448 


Turtle  Books  piovide  a  l->ridge  of  under- 
.standing  for  your  cliildron  witli  disai^ili- 
ties,  tlieir  siiilings  &  friends.  Send  Ibr  a 
i''Ri';i';  'lurtie  I?(x)l<  ImKiiure  to  Jason  & 

Nordic  Publishers,  I'.o.  ik).\  m 

1  iollidayinirg,  I'A  (/>i.S  or  I-AX  (Ki  t)  6<X>- 

42S0 
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Handicapped  In  Walt  Disney 
World®  is  tlie  eomplete  aceess  guide 
for  cliiidren  or  adults  with  di.sahilities. 
I'eter  Smith,  tlie  author,  is  a  para- 
plegic. 302  pgs.  $13.95  (.s&h  incl.). 
Southparic  Publishing  Group,  Inc.,  4041 
W.  Wheatland  Rd..  Suite  156-359.  lyAhs. 
TX  752.37.  (800)  669-5657.. 


Free-The  NEW  Special  Needs 
Project  Book  Catalog.  The  best 
hoolcs  from  all  publishers  about  dis- 
abilities. Comprehensive  resources  for 
parents,  children  and  professionals. 
Special  Needs  Project,  3463  state 
Street.  Santa  liarbara,  CA  93105,  (800) 
.\13-6H67. 


Free  Book  Catalog:  The  1993  Special 
Needs  Catalog  features  a  collection  of 
valuable  lxx)ks  for  children  with  di.sabil- 
ities  and  their  parents  on  Down 
Syndrome,  CV.  autism,  spec.  cd.  and 
more,  Plea.sc  contact  Woodbine 
House,  5615  I'ishers  I.n..  l^K-kville.  MD 
20852,  (800)  843-7323. 


Educational  Material 

CallirobiCS  Unique  handwriting  exercis- 
es with  music  designed  to  improve  eye- 
hand  &  .small  mu-scle  ccxirdination,  in  a 
"stress-free"  method.  Ages  4-7,  $14.95, 
Ages  7-up  $21.95.  Incudes  worldxxik 
&  audio  ca.s.sette.  CallirobiCS,  P.O.  Box 
6634,  Dept.  EP,  Charlottesville.  VA 
22906.  (800)769-2891. 


Videotapes 

Interax  Video  Sign  Language 
Course,  illustrates  1200+  signs  based 
on  ASL.  Six  videos  with  6.5  hrs. 
Gnphics  provide  reference  of  equiva- 
lent linglish  word.  Free  Brochure. 
$199  (+$4.50  .s<S:h).  Interax  Training, 
Inc.,  P.O.  liox  473106,  Garland,  I'X 
75047-3106,  (8(K))  242-5583. 
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ATTENTION  DEFICIT  DISORDER  AUTISM 


ATTENTION  DEFICIT 
DISORDER 
ADHD  AND  ADD 
SYNDROMES 

(Second  Edition) 
by  Dale  R.  Jordan 
(PE038AD)  Book  $14.00 
(PE038)  Videotape  (50 
minutes,  1/2"  VHS)  $98.00 
This  book  describes  how 
attention  deficit-hyperactivity  disorder  (ADHD)  and 
attention  deficit  disorder  without  hyperactivity 
(ADD)  interfere  with  classroom  learning,  behavior 
at  home,  job  performance  and  social  skills  devel- 
opment, and  it  gives  guidelines  for  working  suc- 
cessfully with  ADHD  and  ADD  in  children,  adoles- 
cents, and  adults.  Teachers,  counselors,  and  par- 
ents will  find  this  videotape  to  be  informative  and 
helpful  in  dealing  with  the  ADD  Syndrome  child. 
Four  types  of  ADD  patterns  are  distinguished. 


HEIPI  THIJ  KID'S 

mm  HI  fRAZYi 


HELPl  THIS  KID'S 
DRIVING  ME  CRAZYI 
THE  YOUNG  CHILD 
WITH  ATTENTION 
DEFICIT  DISORDER 
byLynne  Adkinsand 
Janis  Cady  (Videotape)  by  Jane  Judy,  Lynne 
Adkins  and  Janis  Cady 
(PEO40AD)  Book  $5.00 

(PE040)  Videotape  (13  minutes,  1/2"  VHS )  $89.00 
This  videotape  presentation  is  designed  to  provide 
information  about  the  nature  and  typical  behavioral 
characteristics  of  young  children  with  attention 
deficit  disorder,  to  increase  awareness  of  the  spe- 
cial neeas  experienced  by  young  children  with 
attention  disorder,  and  to  offer  suggestions  on  how 
to  foster  the  development  of  appropriate  behavior, 
including  attention  behavior.  An  attractive  64  page 
booklet,  available  separately,  reiterates  much  of 
the  important  infomnation  covered  in  the  program. 


MANAGCManOFCHHOISN 
ANOAOOlfSCENISWm 
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ACTIVITIES  FOR 
DEVELOPING 
PRE-SKILL 
CONCEPTS  IN 
CHILDREN  WITH 
AUTISM 
by  Toni  Flowers 
(PE035OD)  $29.00 
The  activities  in  this 
practical  book  are  in 
an  easy-to-read  for- 
mat. Each  activity  is 
designed  to  tell  educators  what  they  are  doing, 
why  they  are  doing  it  and  what  materials  they  will 
need  to  teach  the  activity.  The  activities  are  adapt- 
able for  children  of  all  levels.  The  blackline  masters 
are  primarily  for  children  with  autism  but  can  also 
be  used  with  other  severely  handicapped  children. 


WHEN  SNOW  TURNS  I 
TO  RAIN 

One  Family's  Struggle  | 
to  Solve  the  Riddle  of 
Autism 

by  Craig  Schuize 
(WB029AM)  216pp. 
$14.95 

WHEN  SNOW  TURNS 
TO  RAIN  is  a  father's 
moving  personal  account 
of  his  son  Jordan's  per- 
plexing disorder  —  late 

onset  autism.  From  —  

Jordan's  birth  through  his  eighth  year,  Schuize 
describes  his  son's  transfomiation  from  a  happy, 
engaging  toddler  to  a  progressively  disconnected 
child  with  autism.  This  poignant  story  echoes  that 
of  thousands  of  other  families  with  children  with 
autism. 


AUTISM 

INFORMATION  AND 
RESOURCES  FOR 
PARENTS,  FAMILIES, 
AND  PROFESSIONALS 

by  Richard  L.  Simpson 
and  Paul  Zionts 
(PE043OD)  $24.00 
Parents  and  family  mem- 
bers who  experience  the 
fnjstration,  concern  and 
uncertainty  of  living  with  a 

youngster  with  autism  will ,  

appreciate  this  resource  book,  presented  in  a 
question-and-answer  fomiat.  An  appendix  at  the 
end  of  the  text  gives  service  organizations,  profes- 
sional periodicals,  books,  and  videotapes  where 
parents  and  other  interested  persons  can  find  addi- 
tional infomnation  on  autism. 


MANAGEMENT  OF 
CHILDREN  AND 
ADOLESCENTS  WITH 
ATTENTION  DEFICIT- 
HYPERACTIVITY 
DISORDER 
(Third  Edition) 
by  Ronald  J.  Friedman 
and  Guy  T.  Doyal 
(PE039AD)  $24.00 
In  this  latest  revision  the 
authors  combine  the  most 
cun'ent  medical  and  psy- 
chological research  find- 
ings with  their  20  years'  clinical  experience  with 
children  with  ADHD  and  their  families.  Written  in  a 
clear  nontechnical  manner,  the  book  will  be  useful 
to  parents,  educators,  and  anyone  interested  in 
improving  the  lives  of  children  with  ADHD  and  their 
families. 
I 


DISABILITY,  GENERAL 

ADAPTIVE  PLAY  FOR 
SPECIAL  NEEDS 
CHILDREN 
STRATEGIES  TO 
ENHANCE 
COMMUNICATIONS 
AND  LEARNING 
by  Caroline  Ramsey 
Musselwhite 
(PE042OD)  $27.00 
Adaptive  play  refers  to 
play  that  has  been 

altered  in  fomi,  complexi-  

ty,  or  intent  to  serve  the  needs  of  children  with  dis- 
abilities. This  book  summarizes  recent  advances 
in  using  play  as  a  teaming  tool,  developing  adap- 
tive play  materials,  teaching  specific  skills  through 
play,  and  supporting  tb«  use  of  play  in  all  settings. 


CHILDREN  WITH 
AUTISM 

A  Parents'  Guide 

Edited  by  Michael 
Powers,  Psy.D. 
(WB017OD)368pp. 
$14.95 

Suggested  by  many  as 
the  first  book  on  autism 
that  families  should  read, 
CHILDREN  WITH 
AUTISM  provides  a  com 
plete  introduction  to 

autism,  while  easing  the  

family's  fears  and  concems  as  they  adjust  to  and 
cope  with  their  child's  disorder.  This  book  answers 
questions  and  gives  hope  to  parents  coping  with 
this  perplexing  disorder.  It  is  highly  recommended 
reading  for  families. 


CHILDREN 

WITH 

AUTISM 

A  PARENTS' 

GUIDE 

Edited  by 

Michael  Powers,  Psy.D. 
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A 

READER 
GUIDE 

K«  rmnw  i4  ITnUrm 


A  READER'S  GUIDE 
FOR  PARENTS  OF 
CHILDREN  WITH 
MENTAL,  PHYSICAL, 
OR  EMOTIONAL 
DISABILITIES 
Third  Edition 
by  Cory  Moore 
(WB032OD)  248  pp. 
$14.95 

A  READER'S  GUIDE  is 
an  indispensable  tool  for 
parents,  teachers,  and  librarians  —  virtually  any- 
one who  needs  to  find  the  most  current,  authorita- 
tive infomiation  in  print  about  children  with  disabili- 
ties. This  useful  annotated  bibliography  lists  more 
than  one  thousand  books  and  other  resources  on 
disabilities.  Each  listing  has  been  carefully  select- 
ed for  parents. 
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CANT  YOUR 
CHILD  SEE? 
A  GUIDE  FOR 
PARENTS  OF 
VISUALLY  IMPAIRED 
CHILDREN 
(Second  Edition) 
by  Eileen  P.  Scott, 
James  E.  Jan,  and 
Roger  D.  Freeman 
(PE041  CD)  $23.00 
This  second  edition 

offers  parents  optimistic,  

practical  guidelines  for  helping  visually  impaired 
children  reach  their  full  potential.  The  crucial  role 
of  parents  is  stressed,  as  is  the  need  for  their 
involvement  and  for  support  services.  In  easy-to- 
read  language,  the  book  examines  the  impact 
severe  visual  impairment  can  have  on  normal  child 
development  and  offers  realistic  suggestions  for 
managing  related  problems. 


TkUika,.'..! 


CHILDREN 
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EPILEreV 
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CHILDREN  WITH 
EPILEPSY 
A  PARENTS'  GUIDE 

Edited  by  Helen  Reisner 
(WB018OD)  314  pp. 
$14.95/ 

CHILDREN  WITH 
EPILEPSY  offers  valu- 
able direction  and  sup- 
port to  parents  of  a  child 
with  epilepsy.  With 
chapters  on  diagnosis, 
medications,  daily  care, 
family  life,  advocacy, 
and  special  education, 
this  book  provides  an  in-depth  look  at  epilepsy, 
and  its  various  treatments,  as  well  as  its  impact  on 
the  child  and  family. 
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CHILDREN 
TOURETTE  , 
SYNDROME 
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CHILDREN  WITH 
TOURETTE 
SYNDROME 
A  PARENTS' GUIDE 

Edited  by  Tracy  Haerle 
(WB016OD)340pp. 
$14.95 

This  parents'  guide  to 
Tourette  Syndrome 
explains  the  disorder, 
including  its  symptoms, 
causes,  and  medica- 
tions, as  well  as  the  dis- 
orders which  are  com- 
monly linked  with  it. 
Other  chapters  cover  family  life,  education,  advo- 
cacy, and  legal  rights.  Parent  Statements  appear 
throughout,  offering  insight,  advice,  and  encour- 
agement for  the  reader. 


CHOICES  in 
DEAFNESS 



A  I'arents  GuiJo 


CHOICES  IN 
DEAFNESS 
A  PARENTS'  GUIDE 

by  Sue  Schwartz,  Ph.D. 
(WB025OD)212pp. 
$14.95 

Parents  of  children  with 
hearing  impairments  face 
a  difficult  decision  — 
which  method  of  commu- 
nication is  the  most 
appropriate  for  their 
child?  With  its  clear, 
objective  descriptions  of 
the  three  predominant  communication  methods, 
CHOICES  IN  DEAFNESS  provides  valuable  guid- 
ance in  sorting  out  the  options. 


DISABLED,  FEMALE 
AND  PROUD! 
STORIES  OFTEN 
WOMEN  WITH 
DISABILITIES 
by  Harilyn  Rousso  with 
Susan  Gushee  O'Malley 
and  Mary  Severance 
(GW003EP)  $12.95 
(Limited  Supply) 
Offers  young  women 
with  disabilities  empow- 
ering role  models  and 
the  powerful  message 
that  they  have  full  lives  ahead  of  them.  Offers  par- 
ents and  educators  a  unique  way  to  help  young 
people  learn  that  making  choices  —  about  school, 
work,  family,  love  —  is  what  being  disabled,  female 
and  proud  is  all  about. 


DOES  YOUR  CHILD 
HAVE  EPILEPSY? 
(SECOND  EDITION) 

by  James  E.  Jan, 
Robert  G.  Ziegler  and 
Giuseppe  Erba 
(PE036OD)  $22.00 
Written  by  three  well- 
known  pediatric  special- 
ists, this  book  provides 
information  on  the  most 
common  type  of 
seizures,  causes,  princi- 
ples of  treatment,  inves- 
tigations and  outcome,  with  a  wide  range  of  helpful 
suggestions  from  infancy  to  eariy  adulthood.  This 
book  is  highly  recommended  for  parents  and 
grandparents  of  children  with  epilepsy,  older  chil- 
dren with  seizures  and  their  siblings,  teachers, 
health  professionals,  and  other  caregivers. 


Does  Your 
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James  E.  Jan 
Utbert  C.  Zkgkr 
Giiseppe  Erba 

THE  ILLUSTRATED 
DIRECTORY  OF 
DISABILITY 
PRODUCTS 

by  Monte  Mace 
(TP0260D)  $12.95 
Tl  e  Illustrated 
Dirt><.'.-:ry  empowers 
parents  and  persons 
with  disabilities  by 
widening  choices 
about  products.  There 
are  many  products 
available  —  if  you 
know  where  to  find  them.  Sadly,  many  retail  out- 
lets do  not  carry  a  wide  choice  of  products.  This 
Directory  shows  hundreds  of  products  along  with 
names,  addresses  and  phone  numbers  so  con- 
sumers can  get  more  information. 


TROUBLE  WITH 
SCHOOL 
A  FAMILY  STORY 
ABOUT  LEARNING 
DISABILITIES 
by  Allison  &  Kathryn 
Dunn 

(WB028LD)  32  pp.  $9.95 
TROUBLE  WITH 
SCHOOL  is  an  autobio- 
graphical tale  about  how 
one  family  handled  the 

challenge  of   

diagnosing  and  meeting  the  needs  of  a  child  with  a 
learning  disability  (LD).  The  book's  unique  dual 
narrative  allows  the  child  and  parent  to  take  turns 
telling  their  side  of  the  story.  It  takes  a  clear  look 
at  the  warning  signs  and  common  problems  asso- 
ciated with  LD. 
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CHILDREN  WITH 
CEREBRAL  PALSY 
A  PARENTS' GUIDE 

Edited  by  Elaine  Geralis 
(WB012PD)434 
pp.$14.95 
CHILDREN  WITH 
CEREBRAL  PALSY  is 
essential  reading  for  ail 
parents  who  need  to 
learn  about  CP  and  how 
it  will  affect  their  child 
and  family.  Written  by 
doctors,  therapists, 
educators,  and  parents,  this  fine  book  offers  the 
perfect  balance  of  information  and  support,  pre- 
sented in  an  easy-to-understand,  compassionate 
style.  It  is  an  invaluable  resource  for  families  with  a 
child  with  CP. 


To  order,  use  th«  ordair  form  on  page  80,  or  call  f -800-535- f9f0 
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COPING  WITH 

CEREBRAL  PALSY 

ANSWERS  TO 

QUESTIONS  PARENTS 

OFTEN  ASK 

(Second  Edition) 

by  Jay  Schiiechlcorn 

(PE037PD)  $24.00 

Parents  of  children  and 

adults  with  cerebral  palsy 

often  have  many  ques- 
tions that  are  not  satis- 
factorily answered  by     ,  .  

professionals  or  through  the  available  lit  ?rature. 
This  hook  provides  parents  with  answers  to  more 
than  300  questions  that  have  been  carefully 
researched  and  represents  the  author's  40  years 
of  experience  with  parents  of  individuals  with  cere- 
bral palsy.  Appendixes  include  a  glossary  of 
terms,  a  listing  of  60  special  videotapes,  and  rec- 
ommended readings. 


LIVING  WITH  A 
PHYSICAL  DISABILITY 

by  Jill  Krementz 
(SS014PD)  $18.00 
Portrays  the  indomitable 
spirit  of  children  who  live 
with  disabilities.  This 
book  is  an  inspiring  gift 
of  hope  from  12  children 
ranging  in  age  from  six  to] 
16  wt  lose  physical  dis- 
abilicies  include  blind- 
ness, dwarfism,  paraly- 
uis,  birth  anomalies, 
spasticity  and  CP.  Captured  in  text  and  photos, 
these  children  tell  their  own  stories  and  spealc  with 
candor  about  their  livss. 
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THE  WHEELCHAIR 
TRAVELER* 

by  Douglass  R.  Annand 
(WT015PD)  $20.00 
A  practical  dictionary  of 
information  for  the  trav- 
eler with  a  disability. 
Includes  accessibility 
ratings  of  hotels/motels 
in  the  U.S.,  Canada 
and  Mexico  and  useful 
tips  foi  comfortable 
travel.  Although  written 

for  adults,  it  provides  

helpful  information  for  parents  traveling  with  a  child 
with  a  disability. 


BABIES 

withlXAVN' 
SYNl)R(>Mli 


DOWN  SYNDROME 

ADVANCES  IN  DOWN 
SYNDROME 

Edited  by  Valentine 
Dmitriev  and  Patricia  L. 
Oelwein 

(PE045DS)  $31.00 
Advances  in  Down 
Syndrome  brings  togeth- 1 
er  over  20  expert  physi- 
cians, counselors,  edu- 
cators, and  nutritionists 
who  contribute  their 
recent  research,  experi- 
ence, and  thoughts  on  future  directions  for  children 
with  Down  syndrome.  The  book  pinpoints  strate- 
gies in  medicine,  education,  meeting  special 
needs,  parent  involvement  arid  living  skills. 
Extensive  and  current  references  are  provided. 


BABIES  WITH  DOWN 
SYNDROME 
A  PARENTS'  GUIDE 

Edited  by  Karen 
Stray-Gundersen 
(WB010MR)  237  pp. 
$14.95 

BABIES  WITH  DOWN 
SYNDROME  is  the 
complete  guide  for  new 
parents  of  babies  with 
Down  syndrome. 
Written  by  professionals 

and  parents,  this  book   

covers  everything  new  parents  need  to  know  about 
rearing  these  children  in  a  loving  environment. 
Sensitive  yet  thorough,  this  boo'K  instills  that 
essential  "can-do"  attitude  by  vanquishing  every 
parent's  greatest  enemy:  lack  of  information. 


A  Parent^ 
Guideto . 


TEACHING  THE  | 
YOUNG  CHILD  WITH 
MOTOR  DELAYS 
A  GUIDE  FOR 
PARENTS  AND 
PROFESSIONALS 
by  Marci  J.  Hanson  and 
Susan  R.  Harris 
(PE049PD)  $27.00 
This  easy-to-read  guide 

bridges  the  gap  between  

parents  and  profession- 
als who  work  with  movement-impaired  children 
between  the  ages  of  birth  and  three  years.  The 
228-page  book  has  two  purposes;  to  provide  infor- 
mation to  parents  r^n  how  motor  development  influ- 
ences other  areas  of  child  development  and  to  pro- 
vide teaching  strategies  and  therapy  activities  for 
use  in  the  home. 


A  PARENT'S  GUIDE  TO 
DOWN  SYNDROME 
TOWARD  A  BRIGHTER 
FUTURE 

by  Siegfried  M. 
Pueschel,  M.D.,  Ph.D., 
M.P.H. 

(PB051DS)  315pp./illus 
$20.00 

An  easy-to-read,  thor- 
ough overview  of  Down 
syndrome,  this  insightful 
resource  will  guide 
parents  through  the  life  span  of  their  child. 
Dr.  Pueschel,  a  leading  authority  in  this  field, 
sensitively  explores  such  issues  as  reliable  sup- 
port services,  sexuality  and  relationships,  and 
career  options  to  help  parents  give  their  child  a 
chance  for  a  full,  independent  life. 


COMMUNICATION 
SKILLS  IN  CHILDREN 
WITH  DOWN  SYN- 
DROME 
A  GUIDE  FOR 
PARENTS 

by  Libby  Kumin,  Ph.D., 
CCC-SLP 

(WB031DS)  237  pp. 
$14.95 

This  is  the  first  book  to 
focus  on  speech  and  la 
guage  development  in 
children  with  Down  syndrome.  Parents  leam  how 
communication  skills  progress  from  infancy 
through  the  early  teenage  years  and  how  Dowii 
syndrome  can  affect  those  skills.  Chapters  cover 
speech  and  intelligibility  problems,  evaluations, 
speech  and  language  therapy,  and  communication 
needs  in  school  and  the  community. 


COMMUNICATION 

SKILLS  IN  CHlIr 

DREN  WITH  DOWN 

SYNDROME 

AGuidefof  Piirents 

by  Libby  Kumin, 

Pli.0.,  CCC-SLP 

DOWN  SYNDROME 
A  RESOURCE 
HANDBOOK 

Edited  by  Carol  Tingey 
(PE050DS)  $22.00 
This  book,  written  for  both 
families  and  clinicians,  is 
personal  in  approach  and 
direct  in  style.  It  discuss- 
es with  compassion  and 
knowledge  the  genetic, 
medical,  social,  and  fami- 
ly aspects  of  Down  syn- 
drome. 
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TEACHING  THE 
INFANT  WITH  DOWN 
SYNDROME 
A  GUIDE  FOR 
PARENTS  AND 
PROFESSIONALS 
(Second  Edition) 
by  Marci  J.  Hanson 
(PE048DS)  $27.00 
This  expanded  and 
thoroughly  updated 
268-page  edition  of  the ' 
popular  classic,  Teaching  Your  Down's  Syndrome 
Infant,  is  written  specifically  for  the  parents  of 
Dr^m  syndrome  infants.  The  bulk  of  the  book  cori- 
sists  of  an  extensively  illustrated,  step-by-step 
guide  to  recognizing  and  encouraging  develop- 
mental milestones. 


EDUCATION 

BY  MYSELF 
BOOKS 

by  David  Hooper  and 
Ellie  Reidlinger 
(PE034EM)  $21.00 
each  set  of  10  books 

By  Myself  Books   

motivate  students  to  read  independently.  Each 
book  is  a  short  story  (10-15  pages)  with  pictures 
on  each  page  to  help  carry  the  story  line.  The  con- 
tent and  format  are  associated  with  interests  of 
students  in  kindergarten  through  second  grade. 
By  Myself  Books  are  suitable  independent  reading 
for  students  labeled  as  language  impaired,  learn- 
ing disabled,  bilingual,  or  retarded  readers.  These 
books  are  packaged  in  two  separate  sets  of  10  dif- 
ferent titles  each,  in  a  colorful  carrier  bag.  Set  #1 
is  easier  than  Set  #2. 


OORMAC  EASY 
ENGLISH 
DICTIONARY 

by  Dorothee  Baker 
and  Constance 
Bettino 

Edited  by  Dorothy 
McCarr,  James  E. 
McCarr, 

Lucille  Eckert  and 
Sara  Natwick 
(PE033EM)  $19.00 
(PE033)  -  Hardcover 
$29.00 

The  512  page  Dormac  Easy  English  Dictionary, 
containing  5,000  entries,  meets  the  needs  of  those 
who  have  limited  reading  and  comprehension  abili- 
ties. The  large  number  of  illustrations,  combined 
with  the  controlled  syntax  and  vocabulary  in  the 
definiticis  and  usage  sentences,  make  this  dictio- 
nary invaluable  to  elementary  and  intermediate  stu- 
dents with  a  reading  level  of  approximately  1 .0-4.0. 
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NEGOTIATING  THE 
SPECIAL  EDUCATION 
MAZE 

A  GUIDE  FOR 
PARENTS  AND 
TEACHERS 

Second  Edition 
Anderson,  Chitwood,  and 
Hayden 

(WB019OD)  269  pp. 
$14.95 

NEGOTIATING  THE 
SPECIAL  EDUCATION 
MAZE  is  an  easy-to-fol- 
low guide  to  the  special  education  system.  By 
explaining  each  step  of  the  process,  this  helpful 
book  demystifies  the  system  -  beginning  with  the 
very  first  evaluation  through  the  design  of  the  lEP. 
It  also  includes  information  about  early  intervention 
laws  and  services,  plus  a  chapter  on  career  educa- 
tion for  older  children. 
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THEUNGUAGEOF 
TOYS 
TEACHING 
COMMUNICATION 
SKILLS  TO  SPECIAL- 
NEEDS  CHILDREN 
by  Sue  Schwartz,  Ph.D. 
and  Joan  E.  Heller 
Miller,  Ed.M. 
(WB020OD)  280  pp. 
$14.95 

THE  LANGUAGE  OF 
TOYS  teachers  parents 

how  to  improve  their   

child's  communication  skills  at  home  with  fun, 
easy-to-follow  exercises.  The  activities  and  exer- 
cises use  everyday  toys,  books,  and  games  to 
stimulate  speech  and  language  development,  so 
there  is  no  need  for  specialized  toys  or  equipment. 
This  book  is  useful  for  all  children  with  special 
needs. 


yourChild, 

"special  Education 


YOU,  YOUR  CHILD 
AND  "SPECIAL 
EDUCATION":  A 
GUIDE  TO  MAKING 
THE  SYSTEM  WORK 
by  Barbara  Coyne 
Cutler,  Ed.D, 
(PB053OD)  249  pp. 
$22.00 

A  vital  handbook,  this 
inspiring  resource 
shows 

parents  of  children  with   

disabilities  how  to  obtain  the  educational  services 
their  child  right-fully  deserves.  It  examines  the 
intemal  workings  of  the  education  system,  reveals 
the  challenges  that  await,  lists  the  services  that  are 
available,and  discusses  the  rights  that  are 
federally  guaranteed. 
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INJURY 

WHEN  YOUR  CHILD 
GOES  TO  SCHOOL 
AFTER  AN  INJURY. 

by  Marilyn  Lash 
(EP006ML)  $7.50 
(includes  s&h) 
To  guide  parents 
through  one  of  the 
most  anguishing 
experiences  a  family 
can  undergo,  rehabili- 
tation specialists  at 
Tuffs  University 
School  of  Medicine 
and  the  New  England 
Medical  Center  have  produced  a  guide  of  practical, 
clear-eyed  advice,  written  with  input  from  parents 
with  first-hand  knowledge  of  the  subject.  Seventy- 
two  pages  long.  When  Your  Child  Goes  to  School 
After  an  Injury  speaks  in  frank  terms  about  the 
issues  parents  need  to  confront  about  their  child's 
future  schooling,  health  care  and  social  needs. 


When  Your  Child 
is  Seriously  Injured 

The  Emotional  Impact  on  Families 


WHEN  YOUR  CHILD  IS 
SERIOUSLY  INJURED: 
THE  EMOTIONAL 
IMPACT  ON  FAMILIES 

by  Marilyn  Lash 
(EP005ML)  $4.50 
(includes  s&h) 
A  40-page  practical 
guide  discusses  the 
hospitalization  of 
injured  children  from 
arrival  at  the  emer- 
gency room  through  

discharge  planning  for  rehabilitation  and  home. 
Topics  include  preparing  for  hospital  visits,  reac- 
tion to  loss,  helping  siblings,  and  practical  sug- 
gestions for  coping.  Developed  by  a  Family  Task 
Force,  it  includes  a  Parents'  Bill  of  Rights, 
resource  listings  and  suggested  readings. 


MENTAL  RETARDATION 

CHILDREN  WITH 
MENTAL 
RETARDATION 
A  PARENTS'  GUIDE 

Edited  by  Romayne 
Smith,  M.A,  CCC-SLP 
(WB007MR)  437  pp. 
$14.95 

This  book  is  a  complete 
guidti  to  everything  par- 
ents need  to  know  about 
raising  their  child  and 
meeting  her  varied  med- 
ical, therapeutic,  and 
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mental  retardation,  whe'her  diagnosed  at  birth  or  in 
early  childhood,  require  more  help  than  usual  in  all 
areas  of  development,  and  their  oirents  nee1  to  be 
well  informed  and  involved  every  step  of  the  way. 
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DIFFERENCES  IN 
COMMON 

STRAIGHT  TALK  ON 
MENTAL 

RETARDATION,  DOWN 
SYNDROME,  AND  LIFE 

by  Marilyn  Trainer 
(WB009MR)  236 
pp.$14.95 

In  this  engaging  collec- 
tion of  essays,  Marilyn 
Trainer  draws  on  her 
experience  as  the  moth- 
er of  a  child  with  Down 
syndrome,  now  in  his  twenties.  With  candor  and 
humor,  she  brings  a  fresh,  candid  outlool<  to  the 
challenges,  hopes,  and  fears  of  family  life  —  a  life 
shaped  by  a  child  with  Down  syndrome,  but  one 
which  strikes  a  common  chord  in  all  of  us. 
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SPEAKEASY 
PEOPLE  WITH 
MENTAL  HANDICAPS 
TALK  ABOUT  THEIR 
UVES  IN  INSTITU- 
TIONS AND  IN  THE 
COMMUNITY 
by  Karin  Melberg 
Schwisr 

(PE044MR)  $16.00 
In  this  unique  and  com- 
pelling collection,  peo- 
ple labeled  mentally 
handicapped  speak 
honestly  and  powerfully  about  their  lives  in  large 
institutions  and  in  the  community.  Through  inti- 
mate interviews,  the  author  has  captured  the 
dreams,  fears,  frustrations,  and  humor  of  people 
who  were  exiled  for  being  different  but  battled 
social  barriers  to  establish  independence. 
Emerging  from  these  pages  are  colorful,  resilient, 
and  thoughtful  individuals. 
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THE  CONQUEST  OF 
MENTAL 
RETARDATION 

by  Burton  Blatt 
(PE047MR)  $38.00 
(Hardcover) 
The  author  lays  out  the 
basics  of  the  field  — 
history,  classification, 
and  definitions  —  but 
he  also  discusses  con- 
troversies; nature  ver- 
sus nurture,  deinstitu- 
tionalization versus 
institutionalization,  and  ihe  educability  hypothesis. 
Moreover,  each  of  these  topics  is  placed  within  a 
broader  context  —  social,  political,  and  moral.  A 
single,  powerfully  felt  conviction  infuses  the  whole: 
One's  value  as  a  human  being  does  not  have  to  be 
deserved. 


Developiuental 
I)i.sal>ilitK'.s 


THE  CHILD  WHO 
NEVER  GREW 

by  Peari  S.  Buck 
Foreword  by  James  A. 
Michener 

(WB008MR)107pp. 
$14.95 

The  Woodbine  House 
edition  of  THE  CHILD 
WHO  NEVER  GREW 
brings  back  into  print 
Buck's  inspiring  account  | 
of  her  struggle  to  help 
her  daughter  with  men- 
tal retardation.  New  material  written  especially  for 
this  edition,  amplifies  her  story  and  gives  the  book 
an  important  historical  perspective.  This  landmark 
book  urges  society  forward  toward  greater  aware- 
ness of  people  with  mental  retardation. 
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DISABILITY  AND  THE 
FAMILY -A  GUIDE  TO 
DECISIONS  FOR 
ADULTHOOD 

by  H.  Rutherford  Turnbull, 
III,  LL.B.,  LLM.,  Ann 
P.  Turnbull,  Ed.D., 
G.  J.  Bronicki,  M.A., 
J.  Summers, 
Ph.D.,  &  Constance 
Roeder-Gordon,  B.A. 
(PB054OD)  432  p?. 
$29.00 

This  practical,  easy-to-use  guide  helps  answer 
families  questions  concerning  the  future  needs  of 
their  family  members  with  disabilities.  It  presents 
a  plan  that  respects  individual  choices  and  takes 
into  account  the  available  social,  leisure, 
residential,  and  vocational  options. 
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GENERAL 

DEVl:LOPMENTAL 
DISABILITIES 
PSYCHOSOCIAL 
ASPECTS 

by  George  8.  Baroff 
(PE0460D)  $27.00 
In  this  unusually  percep- 
tive book,  the  author  con- 
veys the  psychological 
and  social  impact  of 
developmental  disability 
on  the  individual  from 
infancy  through  adult- 
hood. In  the  first  section 
self-esteem  is  emphasized.  The  second  section 
consists  of  an  in-depth  treatment  of  each  of  the 
major  developmental  disabilities;  mental  retarda- 
tion, autism,  cerebral  palsy,  and  epilepsy.  The  last 
section  is  a  brief  epilogue  in  which  the  main  psy- 
chosocial effects  of  developmental  disabilities  are 
summarized. 


mSNTFAIRI 
SIBUNGSOF 
CHILDREN  WITH 
DISABILITIES 

Edited  by  Stanley  D. 
Klein,  Ph.D.  and  Maxwell 
J.  Schleifer,  Ph.D. 
(EP001EP)  $14.95 
Includes  all  the  material 
published  in  Exceptional 
Parent  since  1971  on  the 
topic  of  relationships 
between  sisters  and 
brothers  when  one  child 
has  a  disability.  Features  chapters  by  parents,  sib- 
lings and  professionals. 


NOBODY'S  PERFECT 
LIVING  AND  GROWING 
WITH  CHILDREN  WHO 
MAVE  SPECIAL  NEEDS 

by  Nancy  B.  Miller, 
Ph.D.,  M.S.W.,  with 
"The  Moms' 
(PB052OD)  307  pp./illus 
$21.00 

This  innovative  book 
offers  parents  of  children 
with  special  needs  the 
strategies  and  emotional 
support  to  create  a  har- 
monious daily  lifeard 
improved  communicition  with  family,  relatives  and 
professionals.  The  tasy-to-read  chapters  guide 
parents  through  the  four  stages  of  adaption  with 
candid,  inspiring,  and  often  humorous  reflections 
of  four  mothers  of  children  with  special  needs. 


PHYSICIANS'  GUIDE 
TO  RAPE  DISEASES 

Edited  by  Jess  G. 
Thoene,  M.D.,  and  Doris 
C.  Smith  in  collaboration 
with  the  National 
Organization  for  Rare 
Disorders. 
(DP021OD)  $72.50 
(plus  $6.50  s&h) 
Over  1,000  pgs.  contain 
infonnation  on  approxi- 
mately 700  disorders.  To 
assist  physicians  and 
others  who  encounter  rare  diseases  infrequently. 
It  provides  leddy  accecs  to  signs  and  symptoms 
for  differential  diagnosis,  availability  of  therapy  and 
a  detailed  index  of  symptoms  and  key  words. 


Physicians' 

OUIDE  TO 

^Rare 
diseases 

Edited  by 
Jess  G.  Ttioene,  M.D.. 
and  Doris  C.  Smith 
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PLANNING  FOR 
THE  FUTURE 

by  Mark  Russell 
(AP024OD)  $24.95 
A  comprehensivo 
guide  for  parents  of 
children  witti  disabili- 
ties. The  400  pg. 
softcover  publication 
provides  all  tha  info, 
parents  rruist  consid- 
er as  they  plan  for 
their  child's  life  after 
their  own  deaths. 
A'comprehensive, 
authoritative  treatment  of  the  subject,  it  contains 
twelve  chapters  and  three  appendices  designed  to 
give  all  the  information  parents  need  to  ensure  a 
happy  and  nwaningful  life  for  their  children  after 
they  die.  It  draws  on  the  authors'  extensive  per- 
sonal experience  in  planning  for  families  with  chil- 
dren who  have  disabilities. 
L  Mark  Russell,  a  co-author,  is  an  attorney  and  is 
one  of  the  nation's  leading  authorities  on  life  and 
estate  planning  for  families  who  have  a  child  with  a 
disability.  Mr.  Russelfs  earlier  book,  Alternatives, 
published  in  1983,  has  been  considered  a  definitive 
resource  on  this  subject. 


THE  EARLY 
INTERVENTION 
DICTIONARY 
A  MULTI- 
DISCIPLINARY 
GUIDE  TO 
TERMINOLOGY 
by  Jeanine  Coleman, 
M.Ed. 

(WB030E1)  $16.95 
THE  EARLY  INTER- 
VENTION DICTIO- 
NARY defines  and  clar- 
ifies terms  used  by  the 
many  different  medical,  therapeutic,  and  educa- 
tional professionals  who  provide  early  Intervention 
services.  Entries  are  alphabetized,  and  include  the 
most  frequently  used  terms  in  the  areas  pediatric 
medicine,  early  childhood  education,  OT,  PT,  audi- 
ology,  counseling,  social  work,  and  more.  A  great 
resource  for  parents. 


.l-xc:Fpn(.)\Al;  P.\Ki-\T  Lii^u.\in 


Mail  to:  Dept.  EP9401,  P.O.  Box  8045,  Brick,  N.J.  08723 

or  call  (SOO)  SSS-  I  9 1 0 


Name 
Address 

City  State  Zip 

Telephone 

I  have  enclosed  my  check  payable  to  Exceptional  Parent  or  charge  to  my; 
SM::,ercar. 


Exp.  Date 


QTY. 


Signature 


TITLES  &  ORDER  NO. 


UNIT  PRICE  TOTAL 


SHIPPING  A  HANDLING  CHARGES 


U.S.  -$3.50  tor  1  item: 
75c  tor  each  additional  item. 

Foreign  -  $6.50  lor  1  item: 
75c  lor  each  additional  Item. 


Sub-Total 

hS'viV-i  Ici> 

Shipping 
TOTAu 


us  tund$on/y  These  pnces  Bf^  Subtxi  lo  change  P'pa$o  allow  4-6  y^e:>-s 
totdeliverv  Returns  muf:t  be  made  Within  4  »(*fka  of  delivery  Nooverscns 


ERIC 

MiiBiafffiWixcx'pt i( )ival  Fiirciit 
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\Jthan  ttw  years.  Yon  cannot  imag- 
ine the  nightmare  we  lired  through. 
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Guide  to 
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by  Jess  G.  Thoene,  M.D.,  president  of  that 
organization. 
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It's...The  Carrie  Rover  from  Tumble  Forms  —offering 
everything  you  want  in  a  seat  and  stroHer 


Now  your  special  needs  child  can  easily  roll 
from  one  activity  to  another.  The  Carrie 
Rover  can  take  your  child  from  the  home  to 
the  car,  to  strolling  on  outdoor  terrain. 

Your  child  will  have  freedom  c.nd  mobility  without 
sacrificing  therapeutic  support.  The  anti-thrust 
seat  stabilizes  the  pelvis  while  the  seat  back  artic- 
ulates 20°  to  accommodate  abnormal  trunk  tone, 
Tho  Carrie  Seat  removes  for  use  as  a  positioning 
chair  and  the  streamlined  roller  base  folds  small 
enough  to  fit  easily  into  the  trunk  of  your  car. 


Lightweight  and  versatile,  Carrie  Rover  comes  in 
four  sizes,  pre-school.  elementary,  junior  and 
small  adult. 

The  Carrie  Seat  has  been  dynamically  crash- 
tested  for  use  in  the  car.  It  complies  with  F.M. 
V.S.S.  213.  Carrie  Rover  has  been  dynamically 
crash-tested  for  use  on  school  buses  with 
standard  forward  facing  tie  down  systems. 

Carrie  Rover  goes  anywhere  your  child  wants 
to. ..indoors  or  outdoors. 


The  Carrie  Rover — only  from  Tumble  Forms.  For  more  information  call  1-800-631-7277 
or  write  to  J.A.  Preston,  P.O.  Box  89,  Jackson,  Ml  49204-0089. 
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NEW! 

FOR  CHILDREN  FROM 
20  TO  105  LBS. 


•  1993  AH  IbshB  Rocived  S1H19  S«*t»,  Inc. 


Let  Our  GORILLA  Carry  Your  Most  Valuable  Possession! 

We  named  our  new  car  seat  the  GORILLA  because  it's  stronger  than  any  child 
restraint  device  on  the  market.  The  G0R1LL\  provides  comfort  and  support  for 

children  from  20  to  105  lbs.  u,  u  ^ 

The  GORILLA'S  unique  fully  adjustable  headrest  provides  stable  head  support, 
and  our  innovative  pad  system  and  seat  extension  kit  enable  the  seating  area  to 
incrementally  grow  from  8"  x  8"  to  ^— the 
14"  X  14",  ensuring  many  years  of 
use.  The  GORILLA  also  fits  into  our 

ROADRUNNER  Mobility  Base.  — ^^^^P     T^*^      ^  _ 

1-800-336-7684 


Fax  1-704-847-9577 
In  Canada  1-800-667-3422 


BY   SNUG  SEAT 


Bv  SNUG  SEAT*  INC  Providing  Technologies  For  Mobility.  Posiooning  &  Transp-ortaoon  Since  1987  ^...^ 
O     ,.1  Motor  str^  Sfrt/  S««*=l  'SI  3  « th.  U  S.  wnOW  tf*Wn  uncto  50  W.  W«  hW«y  rKommtnd  t»«  you  o«*n 
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Cinvr:  Eight-motitb-oUi  Jacoh  Viilktm  o/McuIn  t'ark  CA  ctijoys  a  brif>ht  moment.  Nnw  13  months  old.  Jacob,  who  has  cerebral  palsy, 
is  enrolled  in  an  early  intenvntinn  program  at  the  Community  Asstxiationfor  the  Retarded  of  Palo  Alto,  where  he  receives  therapy, 
sinffs  and  swims. 
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EDITOR'S 
DESK 


Stanley  D.  Klein  Ph.D. 

Over  the  past  20  years.  Congress  has  passed  major  legislation  to  improve  opportuni- 
ties for  children  and  adults  with  disabilities  and  their  families.  Early  interx'ention  ser- 
vices were  First  included  in  legislation  passed  in  1986.  To  provide  a  context  for  under- 
standing available  programs,  Pascal  Trohanis  (  -Early  Intervention— A  National 
Overview")  offers  a  broad  perspective  on  the  history  and  current  implementation  of 
specific  federal  regulations.  Perspectives  on  Early  Intervention"  presents  the  early 
inter\-ention  experiences  of  four  parent.s— Christel  Dawkins.  Mona  Freedman.  Cassie 
Johnston  and  Judie  Walker.  In  "A  Graduation  for  Two."  Teresa  M.  Rafferty  shares 
.some  retlcctions  on  her  daughter  s,  and  her  own  -graduation  -  from  early  inter\'ention. 

As  members  of  Congress  return  to  Washington,  health  care  reform  is  on  the 
agenda  In  our  editorial  report,  we  discuss  some  specific  concerns  of  the  disabilit\' 
community  within  the  context  of  the  significant  positive  reforms  propo.sed  by  the 
President.  We  also  present  the  all-too-coinmon  story  of  a  family's  stmggle  to  deal  with 
their  children's  .staggering  health  care  bills.  We  urge  all  of  our  readers— and  their  chil- 
dren— to  get  involved  in  the  reform  process. 

La.st  summer,  we  announced  that  President  Clinton  had  nominated  Judith  E. 
Heumann  for  the  kev  leadership  role  of  Assistant  Secretary  for  Education  and 
Rehabilitative  Services.'  In  this  issue,  an  inter^'iew  with  Judy  launches  our  new  regular 
department.  "Role  Models."  We  are  delighted  to  give  parents  and  children  a  chance  to 
get  to  know  this  talented,  energetic  leader  who  was  once  excluded  from  her  local  ele- 
mentar\'  .school  because  she  w  .s  considered  a  "fire  hazard."  We  also  thank  Il.se 
Heumann.  Judy's  mom.  for  sharing  some  wonderful  fam.'ly  photos. 

Income  taxes  are  an  annual  concern.  In  our  'Annual  Income  Tax  Guide."  attor- 
ney and  author  L.  Mark  Rus.sell  provides  practical  infomiation  tor  parents  of  children 
with  disabilities  or  chronic  illnesses. 

Many  readers  felt  a  kinship  with  the  parents  in  the  film  Lorenzo  s  Oil  as  they 
struggled  to  convince  health  professionals  to  recognize  the  treatment  they  had 
devised  for  their  seriously  ill  child.  A  few  months  ago,  the  national  media  reported 
that  "Lorenzo's  Oil"  had  been  te.sted  and  did  not  work.  Tliis  month's  Research  page, 
however,  presents  a  more  complete  and  balanced  report. 

More  News 

Recent  issues  of  I'S.  M'us  c-  VC'orUi  Report  ha\e  included  two  articles  for  our 
readers'  "required  reading"  lists.  The  cover  .story  of  Decemlx:r  13.  1993.  "Separate  and 
Unequal-  How  special  education  programs  are  cheating  our  children  and  costing  tax- 
payers billions  each  vear."  is  an  important  critique.  "The  Mothers  of  Invention:  How  a 
might\'  gras.s-roots  movement  of  parents  with  di.sabled  kids  is  changing  the  nation 
(January-  10.  1991)  is  an  in.spiring  .stor\'  of  dedica;ion.  Both  articles  lei  ture  parents 
whose  .stories  have  been  in  Exceptional  Parent. 

I  am  honored  to  announce  that  four  tenific  individuals  have  agreed  to  serve  on 
our  editorial  advisory  board:  Stanley  Greenspan.  David  Hersh.  Steven  Periman  and 
Peggy  M:mn  Rinehart. 

I  am  meeting  manv  parents  of  children  with  disabilities  .vho  are  acli'v-e  partici- 
pants in  professional  education— educating  physicians,  teachers,  and  therapists  about 
the  lives  of  iheir  families.  I  am  also  meeting  a  number  of  professionals  %\  ho  are  inter- 
ested in  increasing  the  .ole  of  parents  in  profe.ssional  education.  I  would  like  to  hear 
Irom  both  parents  and  pn)fcssi()nals  about  their  involvement  in  .such  programs. 

Many  thanks  to  the  hundreds  of  readers  w  ho  returned  the  sur\eys  we  sent  out  to 
a  sample  of  sub.scrilx-rs.  The  40  percent  return  rate  demonstrates  that  our  readers  are 
truly  exceptional! 


Special  Renewal  Offer 


Our  transfomiation  to  a  iiionthlv  magazine  has  caused  confusion  for  .some  readers 
as  %%  (•'•  as  for  our  sub.scription  office.  To  end  the  confusion  and  re%%  ard  our  knal  read- 
O     .  v-Ty  reader  will  recei\e  a  special  renewal  offer  '.er^-  .soon.  Please  watch  for  it! 
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During  a  3  ifcar  period,  children  ^rmv  an  average  of  2"  in  femur  length, 
1.5"  in  hip  width,  and  2.5"  in  back  height. 

The  revolutionarv  I.iV  GS  Growth  and  Positidning  Svstem  is  designed  to  grow  that 
mudi  and  more. 

The  system  includes  a  new  growth  Cushion,  a  new  growth  Back,  and  the  jav 
Adjustable  Solid  Seat.  Together,  these  components  help  position  the  child's  hips 
and  back  properly  at  everv  step  ot  the  growth  process.  The  svstem  is  also  designed 
to  reduce  spasticity  and  tone. 

,  ( 'all  tor  a  tree  demonstration  so  that  vou  too  can  see  what  a  ciifference  a  lav  makes! 


▲  The  Jay  GS  Growth 
&  Positioning  System 
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LETTERS 


Letters  to  the  Editor 


A  Fine  Purpose 

After  an  extremely  long  ISP  (Individ- 
ual Service  Plan)  meeting,  I  fell  into 
bed  exhausted,  but  was  revived  by 
reading  Carol  Abbott's  article.  "A  Fine 
Purpose"  (October  1993). 

I  want  to  thank  her  for  sharing 
their  lives  and  the  life  of  their  son 
Brian  in  such  a  warm  and  articulate 
v/ay.  The  article  is  such  a  wonderful 
tribute,  not  only  to  Brian,  but  also  to 
the  many  other  wonderful  children 
with  severe  physical,  mental  and  med- 
ical disabilities.  It  reminds  me  again  of 
the  value  of  each  life,  that  wonderful 
"beingness"  of  each  God-given  per- 
son. I  was  truly  blessed. 

SB. 

Washington 

■  I  was  very  encouraged  by  Carol 
Abbott's  story  about  her  son  Brian.  I 
was  deeply  moved  to  read  of  Brian's 
life  and  of  Carol's  search  for  answers 
as  to  why  this  "tragedy"  had  befallen 
her  family. 

I  believe  all  of  us  who  have  been 
touched  by  a  child  with  a  disability, 
believers  in  a  higher  being  or  not. 
come  to  question  God  as  to  His  pur- 
poses. For  some,  when  the  questions 


appear  unanswered,  faith  in  God 
wanes  and  life  goes  on  without  Him. 
How  very  sad.  For  others  who  will 
not  be  satisfied  without  an  answer, 
the  answer  inevitably  comes. 

Thank  you  for  printing  Carol's 
article  i.n  Exceptional  Parent.  I  have 
been  a  subscriber  for  almost  a  year 
and  have  until  now  been  disappoint- 
ed by  the  absence  of  faith-inspiring 
material.  'While  I  realize  this  is  not  a 
"religious"  magazine,  many  of  us  hurt- 
ing parents  believe  deeply  in  God  and 
His  grace  and  depend  on  Him  daily. 
Thank  you  for  helping  to  meet  a  need 
of  mine. 

N.J.S. 
New  York 

■  Just  a  short  note  to  let  you  know 
that  I  very  much  enjoyed  the  article.  "A 
Fine  Purpose."  Ms.  Carol  Abbott  really 
wrote  this  article  with  her  heart.  A  spe- 
cial thanks  to  her  for  being  able  to 
write  down  so  well  what  I  feel  myself. 

L.L 

Ontario,  Canada 
Liberty  and  Choices 

Thank  you  for  your  editorial,  "Libert^' 
and  Choices  for  All"  Oune  1993).  The 


fervor  with  which  the  proponents  of 
inclusion  promote  their  belief  is  dis- 
concerting. It  is  fine  to  have  strong 
beliefs,  but  it  is  just  plain  uncomfort- 
able to  read  documents  that  imply  that 
to  value  any  other  model  is  wrong. 

Thoughtful  parents,  thoughtful 
educators  and  thoughtful  advocates 
recognize  that  the  beauty  of  our  coun- 
try lies  in  choice.  A  continuum  of  ser- 
vices for  children  with  disabilities — . 
from  residential  to  full  inclusion — 
gives  each  of  us  the  power  to  make 
our  own  decisions.  Let's  respect  this 
gift.  Your  editorial  states  the  need  for 
respect  well.  It  is  appreciated. 

V.A.D. 
Oregon 

Parent-Teacher 
Cooperation 

Thank  you  for  the  articles,  "Parent- 
Teacher  Cooperation:  A  Shared 
Responsibility"  and  "Effective  Parent 
Advocacy:  How  to  Take  Charge" 
(September  1993).  They  contained  valu- 
able information.  I  had  to  laugh  over 
the  statement,  "Visit  your  child's  class- 
room to  see  how  she  spends  a  typical 
day.  Parents  are  always  welcome."  That 
is  not  true  at  all  schools!  The  school 


P.F.  ResponcJs — It's  not  about  labelsl 

in  the  April/Mav  i.ssiie  of  F.xceptional  Parent,  the  headline 
Documentary  About  Learning  Disability  Wins  Academy 
Award"  ;ippeared  above  a  news  item  about  the  film 
Educating  Peter,  the  story  of  a  student  with  Down  syn- 
drome. 

In  the  July/ August  issue.  Exceptional  Parent  printed  my 
letter  expres.sing  distress  at  tlie  heaciline's  implication  that  a 
film  aliout  Down  syndrome  is  a  film  about  learning  disabili- 
ties. Five  letters  in  the  October  a.id  November/ December 
issues  expressed  offense  at  what  I  wrote. 

l  iii  .sorn-.  Mv  quarrel  ssas  never  with  those  parents  or 
tlieir  children!  My  quarrel  was  with  Exceptional  Parent  and 
Its  editors.  Tliev  know  the  difference  between  learning  dis- 
ai-)ilit\-  and  mental  retardation,  init  let  a  carelessly  'vorded 
iicadiine  slip  by  them. 

I  am  not  guilty  ot  the  inscnsitivity  and  ignorance  ot 
which  those  letters  to  the  edit^^r  accuse  me.  Apparently, 
however.  I  (itn  guilty  of  pooilv  expressing  a  point  I  still 
bclirve  inu.st  be  made.  I  desperately  hope  that  this  time  I 
i.m  make  inv  point  without  offending  anyone. 

II  may  help  to  know  tliat  we  had  three  sons.  My  own 
lieloved  firstborn  son  had  a  iiuicopolysaccharicU  '  is — a 

O  jogressive  dcgeneratise  disease.  He  was  big,  well  and 
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bright  until  he  was  four,  but  then  became  gradually 
dwarfed,  ill  and  retarded  until  he  died  at  15.  P.B.  of 
Georgia,  watching  his  intelligence  fade  v/as  heartbreaking, 
but,  like  you,  we  were  at  least  as  concerned  about  med- 
ical complications.  We  loved  him  so!  And  though  we 
hoped,  there  really  was  no  hope. 

Our  second  son  is  profoundly  deaf.  He  has  had  a 
wonderful  education,  but  that  was  never  a  foregone  con- 
clusion, "We  fought  tooth  and  toenail  to.  first,  learn  w-hat 
we  should  do  so  that  he  would  be  able  to  do  all  be  could 
do.  Then  we  worked  equally  hard  to  find  the  programs 
that  would  help  us  do  it.  That  .sometimes  meant  we  had  to 
create  the  programs. 

Our  third  son  is  the  one  with  learning  di.sahilities 
(ID).  When  my  children  were  small,  services  existed  for 
children  with  mental  retarda  ion.  There  were  proven 
methods  for  teaching  children  with  impaired  hearing.  But 
learning  disabilities  were  not  understood  at  all.  Neither 
diagnostics  nor  programs  uere  available.  That  they  exist 
now  (and  that  some  children  with  Down  syndrome 
lx;nefit  from  them)  is  due  in  part  to  parents  and  profes- 
sionals who  have  been  my  friends  and  support  in  the 
Learning  Di.sahilities  A.s.sociatkMi  (I.DA). 

ccntinuvd  on  pa^c  </•} 
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system  we  belong  to  has  refused  to  let 
mothers  observe  in  a  classroom.  It 
makes  a  parent  wonder  why. 

J.A. 
Texas 

Diabetes  Insipidus — 
Wrong  Advice 

You  gave  M.R.P..  Pennsylvania  (Parents 
Search-November/December  199.3) 
the  wrong  advice  by  referring  her  to 
the  Juvenile  Diabetes  Foundation. 
Diabetes  insipidus  has  no  relation  to 
diabetes  mellitu.s — so-called  "juvenile 
diabetes,"  but  technically  referred  to 
as  "iasulin-dcpendent  diabetes  melli- 
tus."  Diabete.s  insipidus  is  due  to  a 
deficiency  of  anti-diuretic  hormone, 
not  insulin. 

RJ.K. 
Maryland 

■  I  am  the  parent  of  a  child  with  dia- 
betes insipidus.  An  excellent  resource 
is  the  newsletter  from  the  Diabetes 
Insipidus  and  Related  Disorders 
Network  (c/o  Beth  Perrv,  Rt.  2  Box 
198.  Cre.ston.  lA  50801,  515-782-7838). 

M.C.A. 
Maryland 

Feedback 

Tm  writing  to  tell  you  how  my  life  has 
changed  so  much  since  I  started 
receiving  your  magazine  a  year  ago. 


My  daughter  Christine  is  two 
years  old.  She  has  cerebral  pal.sy,  cor- 
tical blindness,  mental  retardation  and 
a  .seizure  disorder.  I  could  never  bring 
myself  to  even  say  these  diagnoses 
before.  I  did  nothing  but  cry,  pray, 
hope  and  wish  things  were  different.  I 
could  not  understand  v.  hy  or  how  this 
could  happen.  Day  by  day.  nothing 
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.seemed  to  change.  I'd  have  a  doctor's 
appointment  and  leave  upset.  I'd  .see 
another  baby  and  cry.  I'd  think  of 
what  she  would  have  or  could  have 
been  doing  and  I'd  cry.  I  never  gave 
up  on  prayers.  I  always  loved  and 
accepted  her.  It  wasn't  until  later  that 
I  knew  why  God  gave  her  to  me. 

I  started  receiving  your  magazines 
and  reading  them  over  and  over.  It 
.seemed  everyone  felt  the  same  way  in 
the  beginning.  I  .started  to  understand 
more.  I  felt  that  God  had  cho.sen  me 
and  all  the.se  other  parents. 

.Vly  friend.s  and  family  pass  the 
magazine  around  and  it  helps  all  of  us 
understand.  'We  read  parts  to  our  older 
daughter,  Theresa,  so  she  knows  her 
sister  isn't  the  only  one  and  that  she  is 
.special  like  the.se  children. 

Thanks  to  Exceptional  Parent.  I 
understand  my  baby  a  lot  better  and  I 
will  never  give  up  on  her. 

c.  a. 

.\'eii' Jersey 

■  Thank  you  for  a  great  magazine 
filled  with  support  over  the  years.  Our 
son  has  died.  l)ut  we  will  continue  to 
subscribe.  We  feel  that  once  you  have 
been  part  of  the  truly  exceptional 
world  of  disabled  children  and  their 


families,  you  can  never  forget  them 
and  their  needs  and  causes. 

Please  consider  including  more 
articles  about  the  death  of  these  chil- 
dren: how  to  cope  with  a  terminal 
child,  preparing  for  death,  dealing 
with  siblings  and  surviving  after  they 
are  gone.  The  medical  community 
doesn't  always  treat  the  entire  family, 
and  they  move  on  to  others  after  a 
death.  We  are  a  special  group  in 
need.  Thanks! 

G.R. 
Oregon 

■  I  have  appreciated  Exceptional 
Parent  over  the  years.  Thanks  for 
working  for  us  parents  and  for  being 
such  an  encouragement. 

I  thought  you  might  like  some 
input  from  a  parent.  .Since  the 
changes  last  summer.  I  feel  you've 

We  welcome  all  letters  from  readers- 
reactions  to  articles,  suggestions,  opinions, 
complaints.  Write  or  fax: 

Letters  to  the  Editor 

Exceptional  Parent 

209  Harvard  Street,  Suite  303 

Brookllne,  MA  02146-5005. 

Fax:(617)730-8742 


At  Devereux... 

a  helping  hand  is  just  a  phone  call  away 

1-800-345-1292 


In  a  nationwide  network,  Devereux 
provides  services  to  Individuals  of  all 
ages  who  have  a  wide  range  of 
emotional  disorders  and/or 
developmental  disabilities. 

Devereux  services  include: 

•  residential  treatment  centers 

•  community-based  group  homes 

•  day  treatment  programs 

•  transitional  living 

•  acute  and  partial  hospitalization 

•  foster  care  homes 

•  family  counseling  and  therapy 

•  in-home  services 

•  aftercare  programs 


Circle  #19 


Devereux 
Since  1912 
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l)ecoine  more  ot  a  scholarly  journal 
and  less  of  a  magazine  tor  an  at-home 
parent.  There  is  much  less  encourage- 
ment from  (parent  to  parent. 

I  am  still  changing  diapers  on  an 
eleven-year-old.  trying  to  balance 
medicines  v\ith  seizures,  preparing 
meals,  doing  laundrv'.  coordinating  the 
rest  of  the  family  and  loving  every 
one  of  them.  Advocating  in  formal  sit- 
uations is  not  what  1  do  mo.st.  .'\nd  I  d 
like  to  hear  from  parents  who  know 
where  I  am.  becau.se  they  remember 
what  it  was  like.  Few  articles  lately 
have  spoken  my  language. 

In  the  November./ December  1993 
issue,  for  in.stance.  the  only  things  of 
interest  to  me  were  Parents  .Search. 
Parents  Respond.  Parenting  and 
Fathers'  Voices.  The  Children's  Page 
u.sed  to  be  good  with  sibling  input.  1 
would  often  share  it  with  my  three 
■  normal"  kids,  but  no  longer. 

1  have  been  puttin;.^  off  writing  this 
for  several  months  to  see  if  things 
would  change.  They  didn't,  .so  I  am  get- 
ting things  off  my  che.st.  I  .still  appreci- 
ate the  work  you're  doing.  Thanks. 

CO. 
Wasbiufiton 

Fathers'  Voices 

Special  thanks  for  adding  a  column 
for  fathers,  the  "forgotten  parent."  I 
have  had  the  pleasure  of  receiving  .Mr. 
May'.s  newsletter  for  the  past  year.  We 
need  more  circulation  ot  his  materials 
as  you  are  doing. 

Your  decision  to  publish  on  a 
monthly  basis  is  an  excellent  one  al.so. 
since  so  many  of  the  issues  in  which 
we  are  in\()l\ed  are  fast-mo\  ing  and 
need  monthly  attention. 

MM. 
Florida 

Search  Letters  Pay  Off 

Thanks  to  Exceptional  Parent,  a 
nationwide  network  has  been  formed 
for  parents  with  children  with  insut- 
ficient  myelinization. 

I.e.ss  than  a  year  ago.  we  were  all 
in  the  dark,  getting  no  information 
from  any  organization  on  this  tiisor- 
der.  Today,  we  are  united  and  grow- 
ing, thanks  to  your  magazine  for 
printing  my  Parents  .Search  letter,  i 
liad  such  a  big  respon.se  that  I  started 
the  Myelin  .\Icxsei!,i>er  newsletter  (c  o 
Kuth  Anderson.  1K:-29.  Hox  (i«6. 
Stable  Lane.  Prcscott.  A/.  H6.^C)1-74.^S). 

Now .  we  arc  not  alone  and  liope- 
ijl'     future  parents  will  not  lie  left  in 
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the  dark.  "With  the  advent  of  magnetic 
resonance  imaging,  it  is  likely  many 
more  children  will  be  diagnosed  with 
this  disorder. 

Your  magazine  is  a  wonderful 
resource  for  all  of  us.  I  look  forward 
to  each  i.ssue  and  read  it  fiom  cover 
to  cover.  It's  dog-eared  when  I  finish 
it.  but  I  pa.ss  it  on  to  another  grateful 
parent  anway. 

R.A. 
Arizona 

■  I  am  grateful  to  everyone  who 
responded  to  my  Parents  Search  letter 
on  large-size,  pull-up  .style  diapers.  I 
have  contacted  Kimberly-Clark,  the 
company  that  manufactures  Pull-Ups. 
and  they  have  told  me  that  their 
research  and  development  department 
is  currentlv  working  to  develop  PuU- 
I'ps  in  larger  sizes. 

The  more  consumer  information 
Kimberly-Clark  has.  the  sooner  they 
will  be  able  to  get  this  product  on  the 
market.  I  have  sent  them  all  the  letters 
I  received  from  readers  of  Exceptional 
Parent.  If  you  have  not  written  yet.  or 
have  more  information  for  them, 
please  write  to:  Kimberly-Clark 
Corporation,  Attn:  Consumer  Services. 
P.O.  Box  3'i9.  Neenah,  WI  54957- 
9953. 


Also,  in  response  to  suggestions 
to  u.se  non-disposable,  pull-up  .style 
diapers,  most  parents  will  find  that 
school  systems  will  not  ^tcept  any- 
thing i)ut  disposable  diapers. 

G.M.F. 
New  Jersey 


Young  Artists  Wanted 

Exceptional  Parent  is  now 
using  children's  artwork  to 
illustrate  feature  articles  and 
departments.  We  invite  your 
children  to  share  their  work 
with  our  readers.  Send  art- 
work to: 

Exceptional  Parent 
Children's  Art 
209  Harvard  St.,  Suite  303 
Brookline,  MA  02146-5005 

Put  the  picture's  title,  along 
with  the  child's  name  and 
address,  on  the  back  of  sub- 
mitted artwork. 
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Prof,  of  Pediatto.  Brown  Univ.  School  of  Madkane.  Providenc«.  Rl 
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Univeisity  of  Minnesota.  Minneapolis.  MN 

•  JEROME  ROSNER.  CD..  Pralesaof  o(  PedHWc  Optometry, 
llnlversity  ol  Houston.  Houston.  TX 

•  HARH.YN  ROUSSO.  A.C.S.W..  Olreclor.  U>;>abili«ee  Unlimited 
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Rehabilitation  Hospital.  Sandy.  UT 

•  HAROLD  TURNER.  D.D.S..  Assoaate  Prolessor.  Retired.  School  of 
Graduate  Dentistry.  Boston  UnneiMy,  Boston.  MA 

•  IRVING  KENNETH  ZOU.  Ph  D..  Professor  and  Chairman.  Dept.  o( 
Sooofogy.  Brandeis  University,  Waltham.  MA 
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=  FAMILY  SUPPORT 
Parents  Seorch  


Sibling  Seeks  Pen  Pal 

I  am  an  11-year-old  girl  who  has  a 
brother  with  autism.  I  would  like  a  pen 
pal  who  has  a  sibling  with  a  disability, 

J.A. 
Texas 

Coping  with 
Uncontrollable  Seizures 

My  friend  has  a  21-yeai-old  son  with 
partial  complex  seizure  disorder 
uncontrollable  by  medication.  He  V 
had  .several  brain  scans  and  is  current- 
ly undergoing  diagnostics  to  .see  if  he 
is  a  candidate  for  surgery.  Po.ssible 
.surgical  procedures  are  .subdural  elec- 
trode implants  and  epidural  pegs. 

Matt  is  learning  to  live  with  his 
epilep.sy  and  is  living  independently 
for  the  first  time,  but  is  .still  unable  to 
work  and  drive.  His  be.st  friend  is  in 
college  on  the  East  Coa.st  and  he  feels 
all  alone.  He  feels  like  he  is  the  only 
person  in  this  situation.  He  is  in  dire 
straits  emotionally,  Plea.se  contact  us  if 
you  know  of  anyone  el.se  in  this  or  a 
similar  .situation, 

M.M. 
Michigan 

LD — Resources  for 
Dealing  with  the 
System 

I  am  the  mothe;  of  a  nine-year-old 
boy  with  .several  significant  learning 
di.sabilities,  I  am  intere.sted  in  corre- 
.sponding  with  other  parents  who  are 
facing  (or  who  ha\e  .soKed)  the  .same 
kinds  of  challenges.  Could  you  jilea.se 
help  me  find  some  parent  resources 
to  deal  with  the  educational  .system 
and  the  learning  proce.s.s? 

A'.A-. 
Ccilifontia 

College  with  a  Personal 
Attendant? 

[  am  the  parent  of  a  1  S-year-old 
daughter  who  has  cerebral  palsy.  She 
u.ses  a  motorized  wheelchair  ami  i.s 
■  unable  to  (.Ire.ss,  bathe  or  tran.sfer  out 
of  her  wheelchair  by  herself  .She  will 
always  need  an  attendant  to  help  her. 
sl^'  mIso  has  difficulty  writing,  and 
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gets  frustrated  using  her  computer 
becau.se  she  is  a  one-finger  typist. 

My  daughter  is  an  honor  student 
and  wants  to  attend  college.  Either  my 
hu.sband  or  myj^elf  mu.st  help  her  with 
her  homework  now — we  do  all  the 
writing — but  we  will  be  imable  to  do 
this  for  her  when  she's  attending  col- 
lege. I  would  like  to  hear  from  any- 
one who  has  had  experience  with  a 
person  unable  to  write  who  was  able 
to  attend  college.  How  did  they  com- 
plete written  assignments?  I  also 
would  like  any  information  on  col- 
leges for  a  person  who  would  need 
attendant  care, 

s.r. 

Sew  York 


^      Dancing  in  a  Cinie 
-Jennifer  I'Aer.s 
Cotting  .School,  Lexington,  MA 

Service  Dogs 

My  eight-year-old  son  has  spastic 
dii>legia  cerebral  pal.sy.  He  is  ambula- 
\oiy  but  has  poor  balance.  He  tlesi>er- 
ately  wants  a  dog. 

A  while  ago,  I  saw  a  television 
show  about  ser\'ice  tlogs  for  peojile 
with  (.lisabilities.  These  (.logs  were 
trainetl  specifically  for  the  problems  of 
their  owners-to-be.  Does  anyone 


know  how  I  can  fontaci  this  type  of 
trainer/kennel?  i  d  appreciate  any 
information! 

J.M.W. 
New  York 

Transporting  Two  Non- 
ambulatory Children 

I  am  the  mother  of  three  hoys,  two  of 
whom  have  multiple  disabilities  and 
are  non-ambulator>',  Nick  is  five  years 
old,  and  can  sit  independently  for 
short  periods  of  time,  Chris  is  almo.st 
two  years  old  and  is  very  close  to  sit- 
ting independently.  1  am  in  search  of 
a  way  to  transport  both  boys  single- 
handedly, 

Nick  has  a  custom-fitted  wheel- 
chair that  works  well.  Chris  is  com- 
fortable in  a  stroller  at  this  point. 
There  are  many  places  that  I  can  take 
my  children,  but  I  can  never  go  by 
myself,  I  always  need  someone  to 
help  push  a  .stroller  or  a  wheelchair. 
The  difference  in  the  hoys'  ages  and 
heights  creates  a  problem.  If  some- 
thing works  well  for  one,  it  doe.sn't 
work  well  for  the  other. 

My  ideal  form  of  transportation 
would  be  something  that  is  easily 
transportable  by  folding  to  fit  in  the 
taink  of  a  car  or  the  back  of  a  van. 
It  should  be  adjustable  to  fit  the 
growth  of  my  .sons.  Also,  if  po.ssible, 
it  should  be  something  that  can  be 
hooked  together  for  a  single  person's 
u.se.  but  can  al.so  be  taken  apart  for 
two  people  to  u.se. 

If  anyone  has  any  suggestions  in 
finding  a  long-lasting,  affordable  and 
safe  form  of  transportation,  I  would 
appreciate  your  help, 

n.H. 
Ohio 

ldec:»  for  PTO  Activities 

My  I'iN  e-year-old  .son  is  in  his  fourth 
year  in  a  pre.sch(K)l  program  for  kids 
with  .speci  il  neetls.  We  ha\e  a  i)arent- 
teacher  organization  that  meets 
monthly.  .Sometimes,  we  ha\'e  .sjx-ak- 
ers  or  a  family  activity  or  talk  about 
funtlraising.  The  participation  is  very- 
poor.  I  would  like  to  hear  from  other 
parents  about  their  school  groups. 
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What  activities  do  you  do,  how  do 
you  get  parents  interested  and  has 
your  group  accomplished  any  great 
feats  that  you  are  proud  cfr" 

Virginia 

Tenth  Chromosome 
Inversion 

We  have  two  lovely  daughters — 
Shelby,  twenty-three  months  and 
Rebecca,  three  months.  Both  girls 
have  an  inverted  tenth  cl';roniosome. 
Geneticists  have  told  us  that  this 
inversion  is  not  known  to  cause  birth 
defects.  (My  husband  has  this  inver- 
sion and  there  is  no  familial  history  on 
either  side  of  any  birth  defects.)  In 
fact,  after  the  birth  of  our  first  daugh- 
ter, they  told  us  that  there  was  little  if 
any  chance  of  a  recurrence.  They 
were  as  shocked  as  we  were  when 
our  second  daughter  showed  up  with 
almost  identical  problems. 

Shelby  had  a  small  ventricular 
septal  defect  and  patent  ductus  arte- 
riosus not  requiring  surger)',  a  major 
esophageal  reflux  requiring  G-tube 
placement,  hydronephrosis  on  the  left 
and  a  non-functional  kidney  on  the 
right  with  major  ureteral  reflux  requir- 
ing corrective  surgery.  She  also  has 


developmental  delays.  Her  younger 
sister  had  coarctation  of  the  right  aor- 
tic branch,  a  small  ventricular  .septal 
defect  and  similar  problems  with  her 
.stomach  and  kidneys. 

Of  cc^ur.se,  we  would  like  to  know 
why.  But  most  of  all,  we  would  like  to 
know  we  are  not  alone. 

P.V. 

Penmylvatiia 

Riding  the  School  Bus 

Oux  son  is  .seven  years  old  and  mildly 
auti.stic.  During  the  four  years  he  has 
been  in  school,  either  his  dad,  the 
baby-sitter  or  I  have  driven  him  to 
.school.  Our  family  has  found  this  to 
be  a  very  satisfactory  arrangement. 
Almo.st  every  one  of  our  son's  teach- 
ers, however,  has  urged  us  to  ha\'e 
our  .son  ride  the  school  bus  in.stead. 
They  say  they  believe  very  strongly 
that  riding  the  .school  bus  is  an  impor- 
tant part  of  going  to  school.  Is  there 
any  research  that  supports  the  idea 
that  riding  the  .school  bus  is  better 
than  having  a  family  member  drive 
the  child  in  a  car?  Are  the  teachers 
likely  to  prefer  the  bus  for  rea.sons 
they  are  not  discussing? 

S.S. 
New  York 
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Three  Kids,  Three 
Disabilities 

I  m  the  parent  of  three  beautiful  chil- 
dren who  bring  my  husband  and  I 
great  joy  and  happiness.  But  we  are 
up.set  that  all  three  have  totally  differ- 
ent impaimients.  Brian  is  three-and-a- 
half  years  old.  He  doesn  t  have  a  diag- 
nosis except  developmental  delays, 
sen.sory  integration  dysfunction  and 
"slow-to-warm-up'"  .syndrome.  He  also 
has  a.sthma.  He  is  still  unable  to  dre.ss 
or  undress  him.self,  is  not  toilet-trained 
and  cannot  ride  a  tricycle  or  catch  a 
f)all.  Cognitively,  he  is  either  normal 
or  above  a\'erage  for  his  age. 

Jo.shua  is  19  months  old.  He  has 
.septo-optic  dysplasia,  oculocutaneous 
albinism  and  a  hypoplastic  left  kid- 
ney with  reflux.  He  is  also  hypo- 
glycemic. I  ve  been  searching  for  a 
long  time  for  any  family  who  may 
have  a  child  with  both  septo-optic 
dysplasia  and  albinism.  Josh  is  the  first 
that  our  geneticists  are  aware  of. 
Developmentaily,  Josh  is  right  on  tar- 
get, except  for  things  that  require 
vision,  because  he  is  legally  blind. 

Corey  is  two  months  old.  He  was 
born  with  a  rare  heart  defect,  hypo- 
pla.stic  right  heart  .syndrome.  His  prog- 
nosis is  uncertain,  so  we  consider 
each  day  he's  with  us  a  gift.  Fie  under- 
went open-heart  surger)'  immediately 
after  birth  and  faces  two  more  sur- 
geries by  his  first  birthday.  It's  not  a 
cure  but  a  band-aid.  He  al.so  appears 
to  have  optic  ner\'e  hypoplasia  or  op- 
tic ner\'e  atrophy. 

We  have  had  extensive  genetic 
couaseling  and  no  one  can  determine 
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why  our  children  all  lia\c  impairments, 
and  why  all  three  children  ha\e  some- 
thing different.  I  would  like  to  hear 
from  anyone  who  might  he  able  to  give 
LIS  some  insight.  I  would  also  like  to 
hear  from  anyone  who  is  in  a  similar 
situation — how  they  cope  emotionally, 
how  they  find  time  for  thenisehcs. 
how  they  find  time  to  be  just  a  '  normal 
mom"  instead  of  always  dealing  with 
doctors,  therapi.sts  and  hills, 

P.G.,  Fcunsvlraiiui 

PDD/Aufism  and 
Muscular  Dystrophy 

Our  -six-and-a-half-year-old  son  was 
diagno.sed  at  15  months  with  pena- 
si\e  developmental  delay/autism.  At 
three,  we  learned  he  also  has 
Duchenne  muscular  dystrophy.  The 
specialists  who  deal  with  our  son 
have  no  other  patients  with  this  dual 
diagnosis.  W'e  are  interested  in  hear- 
ing from  parents  of  children  with  the 
same  diagnosis  to  compare  notes  and 
perhaps  shed  .some  light  on  our  spe- 
cial children. 

./..V/./-, 
Massachusetts 

Trisomy  19Q 

Our  son  is  four-and-a-half  years  old 
and  has  Trisomy  19Q.  He  is  the 
eleventh  reix)ned  ca.se  in  genetic  his- 
tory. Jacob  s  de\ek)pment  is  signifi- 
cantly delayed.  lie  has  Tetralogy  of 
Fallot,  .severe  hypotonia  and  .seizures. 
Me  is  G-tube  feci  and  considerably 
underweight.  ?Ie  weighs  22  pounds 
and  is  visually  impaired,  so  he  wears 
gla.sses.  Presently,  he  is  on  medication 
for  .seizures  and  con.stipation. 

Jacob  is  making  progre.ss  in  sitting 
up  with  a.ssi.stance  and  is  walkii  ;;  with 
a  Rifton  walker.  He  cannot  talk  or 
crawl,  but  he  is  a  professional  roller. 
He  pulls  himself  forward  with  his 
arms,  his  legs  dragging  behind.  He 
gets  around  the  house  by  rolling  or 
.scooting  on  his  back.  Jacob  is  a  \ery 
lo\ing.  social,  happy  child.  When  he 
smiles,  the  world  smiles  with  him. 

We  ha\e  been  on  a  worldwide 
search  for  another  child  Like  Jacob. 
r\e  written  to  moie  than  ISO  different 
genetic  research  ceiiter.s.  national 
information  .senices.  support  organi- 
zations and  medical  facilities  with  no 
success.  We  would  lo\c  to  hear  from 
other  parents  of  children  like  Jacob 
who  haw  similar  problems. 

/;./..  (iiid  A'./.. 

^  Xorth  C'dtxiliiKi 

ummmmmm  reDrUary 


Rasmussen's  Syndrome 

My  nine-year-old  daughter  has  recent- 
ly been  diagnosed  with  Rasmu.s.sen's 
Syndrome.  She  has  undergone  two 
craniotomies  to  .stop  the  motor  .seizure 
activity.  She  is  currently  using  a  walk- 
er and  is  on  numerous  anti-seizure 
medications.  I  would  appreciate  any 
information  from  other  families  who 
have  dealt  with  this  .syndrome,  as  her 
future  prognosis  remains  uncertain 
due  to  the  limited  numlx.'r  of  children 
with  this  condition. 

S.K.J. 
\ehraskct 

Langer-Giedion 
Syndrome 

Our  tv\'o-year-old  daughter  Ariel  was 
born  with  a  deletion  in  the  long  arm 
of  her  eighth  chromosome  (8q-l23.3- 
2-4.221).  At  six  weeks  of  age.  she  was 
diagno.sed  with  Langer-Giedion  syn- 
drome, also  called  Trichorhinopha- 
langeal  S\'ndrome  Type  II.  We  have 
Ix-en  searching  without  success  for 
another  family  affected  by  this  \ery 
rare  syndrome. 

Ariel  has  man>'  of  the  characteris- 
tics that  are  common  to  this  syn- 
drome: slow-growing,  sparse  hair; 


large,  low-set  ears;  bulbous  no.se;  thin 
lips;  multiple  skeletal  anomalies  and 
short  stature.  Some  additional  prob- 
lems she  has  which  are  not  usually 
associated  with  this  syndrome  are 
multiple  heart  defects,  severe  feeding 
difficulties — Ariel  is  ga.siro.stomy  fed — 
and  recurrent  episodes  of  undiag- 
nosed, uncontrollable  vomiting  that 
occur  ever>'  two  to  three  weeks  and 
last  two  to  five  days. 

Ariel  currently  scoots  on  her  bot- 
tom to  get  around,  but  we  are  confi- 
dent that  she  will  be  walking  within 
the  next  year.  She  uses  American  Sign 
Language  to  communicate,  as  her 
speech  is  delayed,  Cognitively.  Ariel 
appears  to  be  doing  very  well.  She 
has  an  excellent  attention  span  and 
already  knows  over  40  signs.  Ariel  is  a 
very  active  and  social  child  who 
charms  ever>'one  she  meets. 

We  would  very  much  like  to  cor- 
respond with  other  parents  of  children 
with  Langer-Giedion  Syndrome  and/or 
undiagnosed  episodes  of  vomiting. 
We  are  looking  forward  to  hearing 
from  you! 

A.R.  and  R.R. 
Minnesota 
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Po rents  Respond 


6-Tube 

T.G.  (October  1993)  is  the  parent  of 
28-month -old  Joseph  who  was  horn 
prematurely  and  suffered  a  grade  IV 
brain  hemoirhage.  Joseph  has  feeding 
difficulties  and  is  currently  under- 
weight. Though  his  doctor  recom- 
mended G-tube  placement.  T.G.  won- 
dered whether  this  would  be  beneficial 
since  Joseph  also  has  reflux. 

I  read  your  letter  while  I 
was  sitting  in  the  doctor's 
office,  waiting  to  have 


my  son's  recently  placed  G-tube 
checked.  Your  letter  could  have  been 
written  about  my  own  .son,  Jake.  He 
was  a  32-week  preemie  who  also  suf- 
fered a  grade  IV  bleed.  He  is  now  31 
months  old  and  is  unable  to  hold  his 
head  up  or  do  much  of  anything  for 
hiin.sclf. 

Our  decision  to  have  a  G-tube 
placed  was  an  agonizing  one.  We  felt 
we  were  taking  a  step 
backward  since  h'^ 
was  able  to 
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eat  to  some  extent.  However,  each  of 
his  feedings  was  taking  up  .so  much  of 
our  time  with  .such  little  re.sult.  Jake 
always  had  a  reflux  problem,  .so  we 
.shared  the  same  concerns  as  you.  Our 
coping  ability  and  Jake's  tolerance 
were  nearly  exhausted. 

Our  neurologist,  pediatrician  and 
ga.stroenterologist  all  recommended  a 
G-tube.  (Jake  was  28  months  old  and 
weighed  17  pounds.)  A  nis.sen  was  also 
performed  to  prevent  any  occurrence 
of  reflux  or  aspiration.  This  procedure 
is  actually  more  difficult  than  the  G- 
tul>e  placement,  hut  well  worth  it. 

Although  there  were  .some  initial 
difficulties,  now  we  are  so  glad  that 
we  decided  to  go  ahead  with  it. 
Feedings  are  easier,  and  Jake  has 
gained  weight.  Our  stress  level  is 
down,  his  comfort  level  is  up,  and  we 
feel  we  are  able  to  spend  more  quali- 
ty time  with  him.  It  is  a  slightly  diffi- 
cult transition,  but  once  learned,  ben- 
efits the  entire  family.  His  diet  consi.sts 
of  Pediasure  with  fiber,  pear  juice  and 
water.  His  medicines  go  directly  into 
the  tube  as  well.  (.Jake  has  a  button 
and  I  also  recommend  you  inquire 
about  that.) 

R.N.I. 
Utah 

Puberty  and  Autism 

P.K.  (September  1993)  is  the  parent  of 
a  nine-year-old  girl  with  autism  who  is 
rapidly  approaching  puberty.  P.K.  was 
concerned  about  how  to  handle  t.'.c 
onset  of  her  daughter's  menstruation 
since  she  usually  removes  her  clothes 
during  the  night. 

I'm  the  parent  of  a  15-year-old 
daughter  who  has  mental  retardation 
with  some  auti.stic  characteristics.  My 
daughter  wets  during  the  night.  We 
had  a  problem  with  her  pulling  her 
dispo.saiile  briefs  off  a"d  tearing  them 
up.  In  the  winter,  I  u.sed  a  .safety  pin 
to  hold  the  zipper  up  on  blanket 
sleepers.  She's  very  strong,  however, 
.so  I  was  afraid  she  would  break  the 
pin  and  get  hurt.  Then  my  mother 
made  her  some  one-piece  pajamas 
that  zipixxl  in  the  back.  'I'hey  worked 
great  until  the  summer,  when  she 
made  them  short -slee\ed  and  short  in 
the  legs.  She  u.sed  a  thin  cotton  knit 
material. 

When  my  daughter  began  men- 
.struation,  we  had  two  problems:  the 
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pads  were  too  wide  and  in  the  blink 
of  an  eye,  she  would  reach  into  her 
pants,  pull  the  pad  off  and  throw  it.  I 
found  that  the  extra  long  size  with 
wings  solved  the  width  problem. 
Becau.se  of  the  wings,  I  could  make 
them  \'er\'  narrow.  Siie  now  vs'ears  bib 
overalls  and  one-piece  jumpsuits  to 
prevent  her  from  reachiiig  into  her 
pants.  She  lea\es  the  pad  alone  and 
we  have  no  more  embarrassing 
moments. 

D.S..  Michigan 

Wide  Shoes 

D.M.G.  (September  1993)  tvcis  looking 
for  a  source  of  wide  dress  shoes  for  her 
30-year-old  daughter  ivho  has  Down 
syndwme. 

Your  question  wasn't  mundane. 
Finding  wide  shoes  in  an  age-appro- 
priate .style  is  difficult.  M\-  l6-\ear-old 
daughter  wants  "in"  shoes,  but  braces 
make  them  hard  to  find.  We'\e  found 
wide  shoes  in  the  Ma.ssev  s  shoe  catalog. 
P.O.  Box  10088.  Lynchburg.  W  24506- 
0088.  The  .selections  are  limited  in  size 
four,  but  there  are  a  few.  Good  luck! 

So  name  or  addivss  given 

Parents  with  Disabilities 

C.LB.  (Xoreinhcr/Deceinber  1993)  has 
a  netim-muscular  disease,  and  is  also 
the  parent  of  two  pivschoolcrs.  one  of 
whom  is  a  four-year-old  hoy  with 
autism.  Her  situation  has  become  etvn 
more  difficult  since  her  husband 
passed  away  last  spring.  She  wondered 
how  other  parents  with  physical  dis- 
abilities coped  with  everyday  pwblems. 

I  have  been  a  subscriber  to 
Exceptional  Parent  since  shortK"  after 
my  daughter  was  born  in  July,  1991. 
So  many  letters  and  articles  in 
Exceptional  Parent  ha\  c  touched  me. 
but  none  more  than  yours  .since  I  am 
al.so  a  di.sabled  parent  of  a  child  with 
a  di.sabilit)'. 

My  daughter  has  Larsen's  syn- 
drome, a  rare  congenital  disorder 
involving  multiple  joint  dislocation, 
characteristic  facial  features  and  in 
Kmily's  case,  a  potentially  serious 
instability  of  the  cervical  spine. 
Althougli  Larsen's  is  considered  rare, 
her  ca.se  was  immediately  diagno.sed 
since  slie  inlierited  it  from  me.  her 
mother.  All  ihc  genetic'  coun.seling  I 
recei\ed  prior  to  my  marriage  indicat- 
ed that  there  was  virtually  no  risk  of 
my  bearing  an  affected  i-hild,  Now. 
tile  ri.sk  is  known  to  be  SO-SO  and  this 


weighs  heavily  on  my  mind  when 
considering  more  children. 

In  your  letter,  you  asked  hovi-  di.s- 
abled parents  cope  witii  ever)  cia\'  prob- 
lems. First,  1  realized  that  1  have  no 
choice  but  to  cope.  She  is  my  daughter 
and  I  love  her  with  all  my  heart. 

Next,  we  organize  our  surround- 
ings to  make  my  life  easier.  It  may 
.sound  simpli.stic,  but  I  have  found  that 
comfortable.  supporti\e  furniture 
ea.ses  the  back  pain  I  suffer  due  to  my 
dislocated  hips.  In  our  former  apart- 
ment, we  also  had  diaper-changing 
tables  both  upstairs  and  downstairs. 
Recenth',  we  moved  to  a  one-level 


apartment  since  Emily  is  not  likely  to 
handle  stairs  for  .some  time  to  come. 
She  can  now  walk  with  a  walker,  but 
there  are  .still  many  occasions  when  I 
must  lift  and/or  carrx-  her!  My  husiiand 
does  all  the  heavy  hou.sework  and 
a.ssists  with  mo.st  hou.sehold  chores. 

1  realize,  howe\'er,  that  you  are  a 
widt)w.  Do  you  have  the  financial 
resources  to  employ  a  housekeeper  or 
home  health  aide?  If  not.  do  you  have 
insurance  which  might  co\  er  such  .ser- 
vices for  you.  ba.sed  on  your  condi- 
tion? Or  do  \'ou  ha\e  other  family  or 
friends  that  would  be  willing  to  help 
out  with  e\'eryday  activities? 


life  Planning 
Should  Be  A 
Team  Effort 


Providing  for  the  future  needs  of  a  family 
member  with  a  disability  can  be  a  complicated 
matter.  Families  often  need  the  help  of  those 
with  specific  knowledge  and  experience  to  be 
certain  they  are  making  the  best  choices  for 
their  loved  one. 

Estate  Planning  for  Persons  with  Disabilities 
(EPPD)  provides  essential  information  and 
guidelines  to  hundreds  of  families  ever>'  month. 
Our  national  network  of  skilled  and  experi- 
enced local  attorneys  and  estate  planners  can 
assist  families  with  a  son  or  daughter  who  has 
adi.sability  todevelop comprehensive  life  plans 
including  wills,  special  needs  trusts, 
guardianships,  advocacy,  balancing  private  and 
government  benefits.  EPPD  representatives 
provide  FREE  initial  interviews  to  determine 
your  needs  and  FREE  group  seminars  for  par- 
ents. We  have  an  office  near  you.  EPPD  is  not 
a  guardianship  or  master  trust  plan,  but  assists 
parents  in  locating  the  services  necessary  to 
provide  a  secure  future  for  their  loved  one. 

Call  today  to  receive  a  FREE  brochure  and 
the  location  of  your  local  EPPD  represen- 
tative. 


800-448-107 


Richard  W.  Fee,  Executive  Director 

National  Office 
Suiie  1 12.  .■^KK)  Arapahoe  Avenue 
Boulder.  Colorado  80.^0.^ 


The  Life  Planning  Team:  The  person 
with  a  disability,  family  members, 
attorney  and  EPPD  Repre. tentative. 


ESTATE 
PLANNING  FOR 
PERSONS  WITH 
DISABILITIES 

A  Division  of  Protective  Life 
Insurance  Company 

Circle  «26 
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.Begin  With  A  Smile. 


Amanda  could  hardly  contain  herself  as  they  set  her  chair 
into  the  wheelchair  swing.. .it  seemed  like  she'd  been  waiting 
for  this  for  a  hundred  years.  She  gripped  the  swing  tightly 
between  her  fingers,  took  a  deep  breatli  and  said,  "I'm  ready!" 
Then,  as  they  put  the  swing  into  motion,  her  hesitant  smile 
became  an  ear-to-ear  grin.  For  the  very  first  time  in  her 
eight- year-old  life,  Amanda  was  swinging. 

For  Amanda  and  others  like  her,  our  special  seven-week 
summer  program  is  a  place  where  children  with  multiple 
disabilities,  ages  5-2 1 ,  can  discover  the  joys  of  achievement. 

The  opportunity  to  make  new  friends.. .learn  new  skills.. .and 
increase  independence  awaits!  We  combine  functional  aca- 
demics in  special  education  classrooms,  lifeskills  in  home-like 
environments,  individualized  therapies,  exciting  leisure/ 
recreation  activities  in  community-based  settings  and  caring, 
professional  staff  members  for  a  summer  full  of  smiles. 


Enroll  Now  For  Summer  ^94! 

Summer  Session:  June  20 -August  5 
Application  Deadline:  April  1,  1994 

^  HTORING" 


A  LIFESKILLS  LEARNING  CENTER 

2400  JARDINE  DRIVE 
WICHITA  ■  KANSAS  67219-4699 
800  ■  835  ■  1043 

Circle  #38 


tv|Mi()n;il  I'ari'nt 


I  realize  that  these  suggestions 
aren't  original.  No  one  more  than  me 
understands  the  physical  and  emotional 
pain  ot  disability.  Just  remember  that 
somehow  we  will  always  manage  to  get 
through  the  rough  times,  I'jecau.se  we 
have  to  do  it  for  our  kids. 

E.LK. 
Sew  York 

Semilobor 
Holoprosencephaiy 

M.M.R.  (Novemher/Decemher  1993)  is 
the  parent  of  a  ten-month-old  daugh- 
ter, Chloe  who  has  been  diagnosed 
with  Semilohar  Holoprosencephaiy- 
Chloe  was  given  a  bleak  diagnosis,  but 
is  now  doing  quite  well.  M.M.R.  won- 
dered about  her  true  potential. 

I  have  a  four-year-old  daughter 
with  Semilohar  Holoprosencephaiy 
and  Hydrocephalus.  Dara  s  original 
pediatric  neurologist  suggested  that 
we  not  consider  any  habilitative  pro- 
grams since  her  life  expectancy  was 
short.  We  also  were  given  a  very 
bleak  prognosis. 

Four  years  later,  she  has  made 
remarkable  progress.  Dara  now  can 
crawl  around  an^wliere.  She  can  u.se 
a  walker  for  short  j'jeriods  of  time.  She 
speaks  in  single  words  and  can  name 
many  items.  Her  vocabulary  consists 
of  approximately  one  himdred  words. 
Slie  just  learned  to  count  to  ten.  She 
loves  sing-along  videos  and  books. 

Dara  is  enrolled  in  the  three-to 
five-year-old  program  in  our  public 
school.  It  is  unbelieval')le  how  much 
difference  the  stimulation,  learning  and 
other  children  have  made  in  her  life. 

I  encourage  you  to  take  Chloe  to 
appropriate  therapies.  I  cannot  say 
enough  about  how  speech,  occupation- 
al and  physical  therapies  have  helped 
D.!ra.  The  knowledge,  support  and 
friends  I've  gained  through  taking  her 
to  her  therapies  has  al.so  helped  me. 

As  I  have  been  typing  this  letter 
in  my  office,  Dara  has  l)een  playing 
on  the  floor,  "leading"  papers  from 
the  trash,  trying  to  pound  on  my  key- 
lx)ard  and  singing  the  ABC's. 

J.S.,  Illinois 

Cochlear  Implants 

r;.A'.  (October  199j)  asked  about  the 
pros  and  cons  of  cochlear  implants  for 
children  with  multiple  dt.<ahilities  in 
addition  to pn  found  deafness. 

1  am  a  parent  of  a  two-ancl-a-lialf- 
vear-old  child  with  multiple  di.sal'jilities 
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Ford  MoBEirv Motoring 
Makes  Life  More  Rewarding! 


IT'ord  Motor  Compony  understands  that  a 
Jl    physical  disability  doesn't  mean  life  can't  be 
rewarding.  For  many,  there's  no  greater  reward 
than  the  feeling  of  freedom  and  independence  that 
comes  from  driving. 

That's  why  your  Ford  and  Lincoln-Mercury  deolers 
want  your  active  life  to  include  a  new  Ford  or 
Lincoln-Mercury  car  or  van  or  Ford  light  truck.  And 
that's  why  the  Mobility  Motoring  Program  was 
created ...  to  make  adapting  your  new  Ford  or 
Lincoln-Mercury  product  easier  and  more  rewording! 

A  SMOormR  Road  to  Travel 

Mobility  Motoring  starts  with  a  toll-free  call.  You'll 
know  you've  arrived  when  your  Ford  or  Lincoln- 
Mercury  dealer  hands  you  a  check  for  up  to  $750 
toward  the  installation  of  adaptive  driving  or 
possenger  equipment.  There's  nothing  for  you  to 
send  in ...  and  there's  no  waiting  for  your  check! 

You'll  also  receive  a  complimentary  Ford  Cellular 
Telephone'  and  Roadside  Assistance'  for  the 
duration  of  the  bumper-to-bumper  limited  warranty. 


MOmUTYJJL 

PROGRAM 

l\FORMATIO\  YOL  NUKI)  ... 
FOR  iKFORmi)  DFCISI0\S 

The  Ford  Mobility  Motoring  Program  also  provides ... 

■  friendly  toll-free  and  special  "TDD"...  information 
line  to  answer  your  questions. 

■  a  list  of  nearby  assessment  centers  authorized  to 
provide  a  "prescription"  for  your  vehicle's 
adaptive  equipment. 

■  a  list  of  local  adaptive  equipment  dealers  and 
installers. 

■  sources  of  funding  which  may  be  able  to  provide 
assistance  in  oddition  to  the  amount  you  receive 
from  the  Mobility  Motoring  Program. 

Best  of  oil,  you  get  ford  Motot  Company's  products 
ond  services.  A  Company  where  quality  and  service 
are  always  "Job  I!" 


So  whether  your  life  demands  a  new  Ford  or 
Lincoln-Mercury  car  or  van,  or  Ford  light  truck . . . 
just  call  1-800-952-2248  (for  TDD  users:  1-800- 
TDD-031 2).  You'll  discover  that  Mobility  Motoring 
is  your  kind  of  reward! 

Free  Mobffity  Motoring  Video! 

Tiiis  video  shows  how  easy  it  is  to  open  the  door  to 
Mobility  Motoring  rewords.  You'll  meet  people  who 
have  learned  the  process  is  really  siniple.  You'll  olso 
see  how  Ford  products  adopt ...  for  versotility, 
convenience  ond  just  pkiin  motoring  fun.  Just  ask  for 
your  free  video  when  you  coll  us. 

Program  Period 

October  1,1 993  — September  30, 1994 

'  Cmlmei  is  lesponsible  hiol2tiloy  miniimm  odimtioii  on  itie 
fold  Cellvloi  Sptem.  Some  locol  individvaUomn  may  repre  a 
hngei  ogieement  as  well  os  o  to  lelolei  senile  and  usoje  (hoiges, 
so  atteptonte  is  optional.  lo  he  eligiile  lot  the  (omplimenlorf  foid 
Cellvkii  lelephone,  the  mtomei  msl  olso  live  in  an  oieo  (oveied  by 
the  ford  Celluhi  System  ot  the  hme  ol  the  puKhase  oi  kose. 

'  iskyovi  deaki  loi  owpyoltk  knitcd  mionty  and  (omplete 
details  ol  the  noadside  hs'Stome  i>lon  Vehicles  corned  by  the 
Iwcoln  Commitment,  f  Senes  fw'.eited  (aie  ot  (ed  (oipet  lease 
plans  hove  odditianol  benelits 


A  Nf:w  Car,  Vam  or  Liaur  Truck  ...  Adaphve  EoiiiPMtm ...  am)  0\-im-Spoi  Cash! 

r:rn/^-  !    -M^*  t^^^fei  Ford  and ^  _  Circle  #30 
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who  has  a  cochlear  implant.  Daniel 
suffered  an  infection  of  staph  pneiimo 
meningitis  last  year  that  left  him  physi- 
cally de\'astated.  His  current  condition 
includes  developmental  delay,  hydro- 
cephalus with  ventrieuloperitoneal 
shunt,  .seizure  di.sorder,  left  third-ner\'e 
palsy  with  ptosis,  ga.stro.stomy  button 
and  profound  bilateral  sensorineural 
hearing  lo.ss. 

For  our  family,  the  cochlear 
implant  was  like  a  miracle.  Before  the 
implant,  Daniel  had  no  interest  in  the 
external  environment.  He  found  no 
toy  worth  reaching  for  and  he  was  not 
motivated  to  move  his  body.  He  even 


seemed  to  ignore  us.  Just  two  days 
after  being  fitted  with  his  processor, 
he  was  reachiii}>  for  those  \er}'  .same 
toy.s.  because  he  could  hear  them. 
When  I  spoke,  he  put  his  hand  on  my 
mouth.  From  that  point  on,  Daniel  has 
made  rapid,  improvemi;nt  in  all  areas, 
not  just  tho.se  related  to  hearing. 

Daniel  now  wears  his  processor 
during  all  his  waking  hours.  He  smiles 
when  we  fingerspell  "C-V  before  we 
put  it  on,  and  really  seems  to  enjoy 
hearing.  He  laughs  at  silly  songs  and 
enjoys  the  Muppets  on  Sesame  Street. 
I've  even  .seen  him  turn  his  head  to 
find  the  singing  birds.  He  responds  to 


his  name  spoken  from  several  feet 
away.  Our  audiologist  feels  he  will 
probably  end  up  with  a  moderate 
hearing  loss  (4(M5  dl3).  All  I  know  h. 
that  my  profoundly  deaf  .son  can  hear! 

I  strongly  encourage  you  to  find  a 
cochlear  implant  clinic  and  .see  if  your 
.son  is  a  candidate.  Some  children  can- 
not be  implanted  because  of  anatomi- 
cal malfonnations  or  the  presence  of 
residual  hearing.  Not  all  clinics  will 
perform  the  implant  on  a  child  with 
multiple  disabilities.  You  may  have  to 
travel  a  great  distance. 

S.A. 
Iowa 

EME  and  'Honoxynol-9 
Spermicide 

M.D.  (October  1993)  is  the  parent  of 
fwe-ancl-a-half-inonth-old  Austin  who 
has  been  diagnosed  with  Early 
Myoclonic  Encephalopathy  Syndrome 
(EME).  Austin  was  conceived  while  his 
parents  were  using  the  contraceptive 
sponge  with  Nonoxynol-9  spermicide. 
M.D.  was  looking  for  other  parents  of 
children  with  EME.  and  also  wondered 
if  other  parents  of  children  with  dis- 
abilities had  u.^ed  Nonoxynol-9  at  con- 
ception or  during  pregnancy. 

It  was  amazing  to  me  how  famil- 
iar your  situation  sounded.  Our  22- 
month-old  son,  Scott,  has  been  diag- 
nosed as  having  cerebral  palsy  and  a 
multiple  seizure  disorder.  Two  of  the 
types  of  seizures  he  has  art  called 
myoclonic  and  tonic-clonic  seizures. 
He  also  suffers  from  .startle  reflex  and 
constant  mu.scle  spa.sms.  Until  recent- 
ly, his  .seizures  have  always  been  very 
difficult  to  control — at  one  point,  he 
was  having  .seizures  ever}-  10  minutes. 
Scott  is  severely  developmentally 
delayed.  He  has  veiy  little  head  and 
body  control,  and  like  Austin,  is  corti- 
cal ly  blind. 

Most  interesting  to  me  is  that  Scott 
was  also  concei\ed  while  we  were 
using  a  contraceptive  sponge  with 
\onoxynol-9  spermicide.  We  had  two 
completely  healthy  children  iiefore 
Scott  was  born.  Our  second  child  was 
only  five  montlis  old.  We  planned  nc/ 
other  children,  .so  like  you,  we  had  no 
reason  to  believe  I  was  pregnant.  I 
would  l^e  very  interested  to  know  if 
you  find  otiier  parents  with  tlie  same 
or  similar  circumstances. 

,V.//. 
Alabama 


Take  a 
Firm 
Position! 


Ihiee  models,  three  colors,  rugged, 
cluiable,  lighlweiglu.  more  than 
twenty  posilignjng  features,  tliree 
year  warranty.  . 

/ 


"Convaid  Cruisers"  .  .  .  firm  positioning  buggies 
for  children  with  special  needs. 

Your  child's  comfort  is  assured  by  the  care  and  con'stmction  that 
goes  into  every  Convaid  Cruiser  because  the  patented  fold  of  the 
Cruiser  ^(?iit's  ifour  child  firtn  positioning.  In  fact,  the  more  your  child's 
body  weight  presses  down,  tiie  firmer  the  upiioislery  becomes. 
When  you  travel,  the  Cruiser  folds  easily  to  fit  into  your  trunk  or 
backseat. 


^  _  ri%#a  iM  '        Verdes,  California  90274 

Vd  IQ   310-539-6814/  1-80O-552-1020  TOLL  FREE 
PRODUCTS  INC   FAX 310-539-3670 
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I  just  as  easy  to  use. 


Obviously,  a  computer  program 
can't  take  the  place  of  a  good  teacher. 
But  the  Early  Leaming  series  from 
Marblesoft  is  a  tool  that  helps 
teachers  keep  leaming  fun  for  early 
elementary  and  special  education 
students. 

The  software  is  easy  to  use  --  for 
both  the  student  and  the  teacher.  And 
when  used  with  a  speech  synthesizer, 
there's  the  added  advantage  of  a 


human-sounding  voice  that  praises 
right  answers  and  gently  encourages 
the  student  after  wrong  ones. 

For  more  information  and  a 
complete  product  catalog,  please  call 
(612)  755-1402 . 

marblesoft" 

12301  Cfnital  Ave  NE  Btoe,  MN  55434 
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Infa-Dent® 

Finger  Toothbrush  and 
Gum  Massager 


BABYTOOTHBRUSH 


*  GENTLY  CLEANS  TEETH 

*  MASSAGES  GUMS 

*  EASY  TO  USE 

Available  At  Your  Nearest  Drug  Store 

Or  Call  1(800)  868-8338 

Nu-Tec  Health  Products" Inc     Circle  #56 


My  name  is  Jed,  but  they  call  me  "Chairman  of  the  Board". 

That's  because  my  dad  builds  all  kinds  of  equipment  just  for 
me.  Call  him  for  a  catalog  and  an  inservice  demonstration. 

•  Products  are  fully  adjustable.  Excellent  for  child  evaluations. 

•  Unique  designs  which  serve  the  child,  parents  &  professionals. 


DESIGNS,  inc  ,4 

1 


CUSIOM  EQUIPMENT  FOR  SPECIAL  KIDS 
ERJC  (908)-464-88?5       fij  , 

miuii.a»i.imiij  February  Circle  <f71 
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XCHPnONAL  ^ 
PARl-N'r  ,    .  ^ 

4-  Ortlcr  \oir  While  Siijyplies  l.tislf 

The  ExcT.FiioNA!  Parent 
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LIVING  AND  LEARNING 
IN  THE  COMMUNITY 

With  its  iniiiiiio  iiukIcI,  The  E\vrj;rccn  CA-ntcr  Ims  ;i  lii>torv  ot  MicccNstiillv 
triinsitioniri!;  students  to  less  intensi\e  coiniminitv  settings. 

Evergreen  students  li\  e  in  aitii:il  comniiinitv  scttinjjs  traveling  to  and  Ironi 
school  each  day  throiii;li  the  Blackstone  Valley  (MA)  countryside.  With 
trained  professionals,  they  learn  hasic  skills  in  the  classrivini,  in  the 
conununity  and  in  their  residence. 

Students  receive  \\ication<il  training  and  experience  real  work  opportuni- 
ties. Students  are  supported  with  K-havior  dev  elopment  pro};ranis,  medical 
and  family  services,  and  physical,  .speech,  or  iiccupationnl  therapv. 

Our  Students'  Challenges 

•  Hearins/Sisjht  Impainnent 

•  Severe  Maladaptive  Behavior 


'  Autism 

'  Mental  Retardation 
'  Phvsical  Disahilitv 


The  Evergreen  C\'nter  is  a  licensed,  private,  non-profit  residential  school 
ofterinj;  students  and  their  families  from  across  the  country  and  ahro<id 
residential  proHrammiiif;  12  months  a  year.  For  more  information  cnll  or 
write  Robert  F.  Littleton,  Jr.,  Executive  Director. 

EVERGREEN  CENTER 
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H5  Fortune  Blvd.,  Milfiircl,  Massachusett.s  01 757 
1-508-478-5597 
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Empowering 
Individuals  to  Share 
Their  God-given  Gifts 
with  the  Community 

St.  John's  Villa,  founded  in  1948,  is  a  private,  Catholic,  non- 
profit residential  community  providing  a  caring,  loving 
environment  which  enhances  the  growth  of  each  adult 
resident  towards  self-acceptance  and  respect.  The  Villa 
integrates  a  residential  adult  population  with  mild  to  severe 
mental  retardation  with  outreach  programs  in  Carroll  County 
attempting  to  empower  individuals  to  share  their  God-given 
gifts  with  the  community.  St.  John's  Villa,  nestled  in  the  hills 
of  northeastern  Ohio,  resembles  a  small  rural  community 
and  is  located  near  the  friendly  town  of  Carrollton. 


Services 

'  Vocational  Training 
•  Speech  and  Language 
Development 

>  Physical  Education 
and  Swimming 

>  Case  Management 
Services 


Provided 

•  Leisure  Activities 

•  Personal  Living  Skills 

•  Social  and  Domestic 
Skill  Training 

•  Community-based 
Supportive  Employment 
and  Living 


St.  John's  Villa 


For  Information  Contact: 
Sister  Elaine  Weber,  O.S.F. 
Executive  Director 
(216)  627-9789 

Circle  #75 


Mailing  Address: 
P.O.  Box  457 
620  Roswell  Rd.  N.W. 
Carrollton,  OH  44615 


BERKSHIRE  MEADOWS 

^/-JsJL/A  private,  non-profit  residential  school  for  children  and  adolescents 
,  /    ^  who  are  developmentally  delayed  and  multiply  disabled 

Where  a  nurturing,  home-like  atmosphere  combines 
with  state-of-the-art  facilities  and  intensive  therapy 
to  allow  children  to  achieve  their  maximum  potential. 

•  Beautiful  campus  in  the  heart  of  the  Berkshire  hills 
with  cheery,  comfortable  semi-private  rooms 

•  Innovative  learning  center  with  unique,  year-round 
mrriculum 

•  Hydrotherapy  in  an  indoor  therapy  pool  and  hubbard  tank 

•  Augmentative  communication  systems  developed  along 
with  total  communication 

•  Intensive  physical  therapy 

•  Around-the-clock  advanced  medical  care 

•  Associations  with  leading  specialists  and  major 
medical  centers 

•  Affiliation  with  SONY 

•  Parent  association  and  open-door  visiting 

Contact:  Gail  W.  Charpentier,  Director 
Berkshire  Meadows 
RFD  #1,  249  North  Plain  Road 
Housatonic,  MA  01236 
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On  October  8,  1986.  P.L.  (Public 
Law)  99-4S7.  amendments  to  the 
Education  of  tlie  Handicapped  Act 
(EIIA)  became  law.  These  amend- 
ments included  a  national  retbrm  agenda  for 
increased  and  improved  services  for  yoimg 
children  with  special  needs — birth  to  six 
years — and  their  families.  This  agenda  was 
fueled  by  the  needs  of  these  children  and  by 
the  docimiented  benefits 
of  early  intervention  and 
preschool  services.  The 
legislation  also  recog- 
nized the  imic|ue  role  of 
families  by  mandating 
services  not  only  to  chil- 
dren with  disabilities, 
but  also  to  their  fami- 
lies. In  October  1991, 
this  reform  agenda 
was  updated  through 
amendments  to  the 
Indi\iduals  with  Dis- 
abilities Education 
A  Act  (\DVA). 


Today,  a  num- 
ber of  aiconiplisli- 
ments  can  be  trac- 
ed to  the  nation- 
^^jpCa^a^'°  wide  reform  effort 
that  began  in  198(i. 
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All  states  currently  provide  services  to  young 
children  with  disabilities  and  their  families. 
For  children  in  the  age  range  of  birth  to 
three,  almo.st  40  states  now  provide  an  enti- 
tlement to  early  intervention  services.  All 
states  ensure  the  provision  of  public  educa- 
tional sen'ices  to  all  eligible  three-  through 
five-year-olds. 

Three  major  portions  of  IDEA — Part  H. 
Section  619  and  EEPCD — have  been  particu- 
larly important  to  the  expansion  and  improve- 
ment of  .ser\'ices  to  yoimg  children  with  dis- 
abilities. 

Infants  and  Toddlers  with 
DisabiUtles  (Part  H) 

Part  H  of  IDEA — a  1986  amendment  to  what 
was  then  known  as  EHA — was  a  major  piece 
of  federal  legislation  dealing  with  services  to 
the  very  youngest  children  with  disabilities. 
Part  H  did  not  require  states  to  provide  early 
intervention  to  children  from  birth  to  age 
three,  but  it  offered  assistance  to  states  (or 
territories)  that  were  intere.sted  in  ser\'ing  this 
age  gro'ip.  Under  Part  H,  participating  .states 
received  federal  help  in  planning  and  imple- 
menting sy.stems  of  comprehensive,  niulti-dis- 
ciplinaiy,  interagency  programs  for  all  eligible 
young  children  and  their  families. 

Part  H  recjuires  that  statewide  ser\ice- 
deiivery  sy.stems  fit  each  state's  imique  needs 
and  characteristics.  Participating  states  are 
asked  to  work  with  local  commiuiities  in 
designing  a  family-centered,  collaborative, 
culturally  competent  and  higii  (|uaiity  .ser\'ice 
sy.steni.  Each  governor  must  designate  a  lead 
agency  within  the  state  government  to  plan 
and  (n  ersee  the  operation  of  tiiis  system.  Tiiis 
lead  agency  is  advised  and  assi.sted  by  a  gov- 
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EARLY  ItSlTERVENTION 


A  National 
Overview 


bv  Pascal  Trohanis 
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emor-appointed  Interagency  Coordinating 
Council  (ICC)  representing  various  agencies, 
service  providers,  universities  and  parents. 

Preschoolers  with  Disabilities  (Part 
B/Section  619) 

.Section  619  of  IDEA  (an  amendment  to  a  pre- 
vious portion  of  Part  B  of  the  EHA)  created 
greater  funding  incentives  to  states  to  provide 
a  "free  appropriate  public  education"  to  all 
eligible  three-  through  five-year-old  children 
with  disabilities  by  the  1991-92  school  year. 
Family  services  and  programming  variations 
are  encouraged.  In  addition,  all  other  require- 
ments of  a  state's  Part  B  plan  for  special  edu- 
cation and  related  services — Individualized 
Education  Program  (lEP).  due  process,  and 
Least  Restrictive  Environment  (LRE) — must  be 
met. 

Early  Education  Program  for 
Children  with  Disabilities  (EEPCD) 

EEPCD  expanded  EMA  projects  known  as  the 
Handicapped  Children's  Karly  Education 
Program  Today,  there  are  over  130  EEPCD 
projects  nationwide.  These  projects  include 
model  demonstration  programs,  research 
in.stitutes.  inservice  training  project.s.  outreach 
programs  and  technical  a.ssistancc.  Together. 
O    projects  .seek  to  provide  information  on 
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effective  programs  and  techniques,  demon- 
strate collaboration  and  inter-project  netu'ork- 
ing  and  expand  the  quality  and  quantity  of 
services  to  young  children. 

Accomplishments 

Programs  acro.ss  the  country  are  u.sing  a  vari- 
ety of  collaborative  and  creative  strategies  to 
meet  the  challenges  po.sed  by  the  Part  H  and 
Section  619  of  the  IDEA  legislation.  For  exam- 
ple, all  states  have  or  are  developing: 

•  Coordination  plans  and  agreements  with 
other  federal  programs  serving  children  and 
families; 

•  Policies  regarding  eligibility,  individualized 
service  plans.  ser%'ice  coordination, 
transitions,  lea.st  restrictive/  most  nat- 
ural environments,  procedural  safe- 
guards, child  identification,  health 
care  and  diversitv'; 

•  Ways  to  coordinate  multiple  funding 
.sources  to  enable  their  sy.stems  to 
operate  effectively  and  efficiently; 

•  Broad  dissemination  of  informa- 
tion on  successful  programs  and 
procedures  that  will  benefit  ser- 
vices to  children  and  families; 

•  A  high  level  of  volunteer  and 
collaborative  participation, 
including  involvement  in  the 
.State  Interagency  Coordinat-ing 
Council,  the  council  task 
forces  and  its  committees  and 
local  and  regional  activities; 

•  .Methods  to  en.sure  that  all 
professional  personnel — 
eady  interventionists,  teachers,  occupa- 
tional and  physical  therapists,  speech 
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pathologists,  psychologists  and  nurses — are  qualified; 
and 

•  Public  awareness  programs,  especially  related  to 
child  identification  activities. 
Through  IDEA.  Congre.ss  has  established  a  national 
reform  agenda  that  seeks  to  expand  the  opportunitie.s 
of  early  interv'ention  and  preschool  services  to  more 
young  children  with  disabilities  and  their  families.  IDEA 
aims  to  enhance  child  development,  minimize  the  like- 
lihood of  institutionalization  and  provide  much-needed 
support  to  families.  The  promises  and  dreams  of  IDEA 
are  becoming  a  reality  through  the  formation  of  part- 
nerships, use  of  new  knowledge,  tapping  of  resources 
and  hard  work  of  America  s  citizens.  ■ 


Pascal  Trohanis.  Ph.D..  is  director  of  the  National  Early 
Childhood  Technical  Assistance  System  (NECTAS)  of  the 
Frank  PoUer  Graham  Child  Development  Center  at  the 
University  of  S'orth  Carolina  at  Chapel  Hill.  For  more 
than  20  years,  he  has  been  involved  in  a  variety  of 
efforts  to  improve  and  expand  services  for  young  chil- 
dren with  special  needs  and  their  families. 


They'll  be  Safe  ii '  SecurG 

with  ROHO^  Cushions  for  lads! 


We,  at  ROHO,  know  that  proper  positioning 
is  important  from  dayUI.  How  your  child  sits 
will  influence  the  way  his  bones  will  grow. 
With  this  in  mind,  we  have  created  ROHO 
Cushions  for  Kids. 

Individual  air  cells  cushion  your  child  and 
support  his  bones  and  muscles  for  a  longer, 
more  relaxed  seating  time,  while  allowing 
for  quick  and  easy  adjustment  as  he  grows. 

Because  seating  is  important  from 
day  #1,  ctioose  ROHO  Seating  and 
Positioning  Products  for  Kids. 


ROHO 

INCORPORATED 

For  more  Information,  or  to  locate  a  dealer  nearest  you  call 
(800)  851-3449,  or  (€18)  277-9150.  Fax  (618)  277-6518 


^  RJ  (^OHOflncotTort^  •  tf)t  'tmm  dtign'tn  nglsfnd  tndMrmia  ofKOHO.  Inc 
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Early  Intervention  Directory 


AUBAMA 

Part  H:  Ouida  Holder 
(205)281-8780,  Ext.  395 
ICC:  Richard  E.  Hanan 
(205)271-9209 
619:  Beverly  Hunter 
(205)242-8114 

ALASKA 

Part  H:  Susan  Jones 
(907)277-1651 
ICC:  Leslie  Yamamoto 
(907)  479-0187 
619:  Richard  Smiley 
(907)  465-2970 

ARIZONA 

Part  H:  Diane  Renne 
(602)  542-5577 
ICC:  M.  Jeanne  Wilcox 
(602)  965-9397 
619:  Lynn  Busenbark 
(602)  542-3852 

ARKANSAS 

Part  H:  Jackie  Barentine 

(501)682-8676 

ICC:  Bill  Geiger 

(501)  569-8942 

619:  Sandra  Reifeiss 

(501)682-4222 

CALIFORNIA 
Part  H:  Julie  Jackson 
(916)654-2773 
ICC:  Marion  Karian 
(209)  229-2000 
619:  Betsy  Quails 
(916)  657-5212 

COLORADO 
Part  H:  April  Block 
(303)  866-6709 
ICC:  Barbara  Buswell 
(719)  531-9400 
Boyce  Drummond 
(719)  687-6596 
619:  Jane  Amundsen 
(303)866-6712 

CONNECTICUT 

Part  H:  Joan  Brinckerhoff 

(203)  638-4208 

ICC:  Marta  Moret 

(203)  566-2759 

619:  Kay  Halverson 

(203)  638-4205 

DELAWARE 

Part  H:  Nancy  Wilson 

(302)  577-4647 

ICC:  Chris  Long 

(302)  856-0038 

619:  Martha  Toomey 

(302)  398-8945,  739-4557 
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DISTRICT  OF  COLUMBIA 
Part  H/619:  Lena  Mills 
(202)  208-6675 
Sharman  Dennis 
(202)  727-3755 
ICC:  Ruth  Rucker 
(202)  462-3375 
619:  LilaVanderhorst 
(202)  724-4178 

FLORIDA 

Part  H:  Mittie  Moffet 
(904)487-1546 
Jim  Jolley 
(904)487-8718 
ICC:  Robert  Griggs 
(407)  896-7881 
619:  Nancy  D.  Thomas 
(904)  488-6830 

GEORGIA 

Part  H:  Wendy  Sanders 
(404)  657-2727 
ICC:  Cindy  Arceneaux 
(404)  279-7971 
619:  Sara  Gill 
(404)  656-6319 

HAWAII 

Part  H:  Jean  Johnson 

(808)  957-0066 

ICC:  Rachel  Matsunobu 

(808)  877-4527 

619:  Pam  Musick 

(808)  737-9575,  737-3720 

IDAHO 

Part  H:  Mary  Jones 
(208)  334-5531/5523 
ICC/619:  Nolene  Weaver 
(208)  334-3940 

ILLINOIS 

Part  H:  Audrey  Witzman 
(012)814-5560 
ICC:  Maureen  Patrick 
(312)  421-5200 
619:  Pam  Reising 
(21^7£2;|601 


INDIANA 

Part  H:  Maureen  Greer 
(317)232-2429 
ICC:  James  J.  Vento 
(317)466-1000 
619:  Kathleen  Hugo 

(317)  232-0570/9500 

IOWA 

Part  H:  Linda  Gleissner 

(319)273-3299 

ICC:  Edward  J.  Saunders 

(515)283-0833 

619:  Joan  Turner  Clary 

(515)281-3176 

KANSAS 

Part  H:  Marnie  Campbell 

(913)296-6135/6136 

ICC:  Nancy  Peterson 

(913)864-4954 

619:  Carol  Dermyer 

(913)296-7454 

KENTUCKY 

Part  H:  Jim  Henson 

(502)  564-7700 

ICC:  Vicky  Stayton 

(502)  745-4641 

619:  Debbie  Schumacher 

(502)  564-7056 

Barbara  Singleton 

(502)  564-7056 

LOUISIANA 
Part  H:  Susan  Batson 
(504)342-1837 
ICC:  Janie  W.  Martin 
(504)  924-8034 
Rep.  Ted  Haik 

(318)  365-5486 
Mollie  Alarcon 
(504;  838-3900 

619:  Marybeth  Ridgel 
(504)  342-3479 
Janice  Zube 
(504)  342-3479 
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MAINE 

Part  H:  S"<-an  Perry 
(207)  289-3272/287-4250 
ICC:  Helen  Zidowecki 
(207)  624-5424 
619:  Joanne  C.  Holmes 
(207)  287-3272 

MARYLAND 
Part  H:  Carol  Ann  Baglin 
(410)333-8100 
ICC:  Michael  Bender 
(410)  550-9417 
Katherine  K.  Cooper 
(410)  838-9015 
619:  Nancy  Vorobey 
(410)  333-2498 

MASSACHUSETTS 

Part  H:  Andrea  Weiss  Schuman 

(617)  727-5089/5090 

ICC:  Thomas  R.  Miller 

(617)  924-3434 

619:  Elisabeth  Schaefer 

(617)  338-3300,  Ext.  360 

MICHIGAN 

Part  H:  Jacquelyn  Thompson 

(517)373-2537 

ICC:  John  Lindholm 

(906)  786-9300 

619:  Jan  Baxter 

(517)  373-8215 

MINNESOTA 

Part  H:  Jan  Rubenstein 

(612)296-7032 

ICC:  Lori  Lynn  Guzman 

(612)  891-2240 

619:  Robyn  Widley 

(612)296-5007 

MISSISSIPPI 

Part  H:  Hope  Bacon 

(601)960-7622 

ICC:  Hon.  Mark  Garriga 

(601)864-4011 

Shirley  Miller 

(601)939-8640 

619:  Nancy  Artigues 

(601)359-3498 
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MISSOURI 
Part  H/619: 

Melodie  Friedebach 
(314)751-0185 
ICC:  Joyce  Coleman 
(314)454-6108 

MONTANA 
Part  H:  Jan  Spiegle 
(406)  444-2995 
ICC:  Judy  Wright 
(406)444-3622 
619:  Dan  McCarthy 
(406)  444-4425 

NEBRASKA 

Part  H:  Judy  Constantin 

(402)471-2471 

ICC:  Tom  Fortune 

(402)  436-1907 

619:  Jan  Thelen 

(402)  471-4319 

NEVADA 

Part  H:  Marilyn  K.  Walter 
(702)  688-2284 
ICC:  Ann  Marek 
(702)  687-3140 
619:  Sharon  Rogers 
(702)  687-3140 

NEW  HAMPSHIRE 

Part  H:  Donna  Schlachman 

(603)271-5122 

ICC:  Nate  Norris 

(603)271-6693 

619:  Ruth  Littlefield 

(603)271-3741 

NEW  JERSEY 
Part  H:  Terry  Harrison 
(609)777-7713 
ICC:  Mary  E.  Lotze 
(908)  235-7080 
619:  Arlene  Roth 
(609)  292-4692 

NEW  MEXICO 
Part  H:  Marilyn  Price 
(505)  827-2573 
ICC:  Sally  Vancuren 
(505)  842-9045 
619:  Diane  Turner 
(505)  827-6541 

NEW  YORK 

Part  H:  Frank  Zollo 

(518)473-7016 

ICC:  Nan  Songer 

(315)443-4331 

619:  Cynthia  Gallagher 

(518)474-2251 

NORTH  CAROLINA 
Part  H:  Duncan  Munn 
(919)733-3654 
ICC:  Laurie  Collins 
(910)768-8823 
619:MableHardison 
(919)715-1603 
Kathy  Baars 
(919)715-1598 
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NORTH  DAKOTA 

Pan  H:  Robert  Graham 
(701)224-2768 
ICC:  Nyla  Juhl 
(701)  777-4532 
619:  Alan  Ekblad 
(701)  224-2277 

OHIO 

Part  H:  Cindy  Oser 

(614)  644-8389 

ICC:  Elizabeth  S.  Ruppert 

(419)381-3831 

619:  Karen  Sanders 

(614)466-0224 

OKLAHOMA 
Part  H:  Cathy  Perri 
(405)521-4880 
ICC:  Candye  Chavez 
(405)  789-4350,  Ext.  223 
619:  Jill  Burroughs 
(405)521-3351/4877 

OREGON 

Part  H:  Diana  Allen 

(503)  378-3598 

ICC:  Peggy  Pietka 

(503)  282-8585 

619:  Nancy  Johnson-Dorn 

(503)  378-3598 

PENNSYLVANIA 

Part  H:  Jacqueline  Epstein 

(717)783-8302 

ICC:  Linda  Widman 

(717)  652-3962 

619:  Esther  Beck 

(717)783-6889 

Rick  Price 

(717)  783-6913 

RHODE  ISUND 
Part  H:  Ron  Caldarone 
(401)277-2313/2312 
ICC:  Peter  Dennehy 
(401)277-2385,  Ext.  265 
Lynn  Wells 
(401)245-1149 
619;  Amy  Cohen 
(401)  277-2705 

SOUTH  CAROLINA 
Part  H:  Kathy  Purnell 
(803)  737-4045/4046 
ICC:  Susan  Smith 
(803)  560-6480 
619:  Mary  Ginn 
(803)734-8126 


SOUTH  DAKOTA 
Part  H:  Barb  Lechner 
(605)  773-4478 
ICC:  Judy  Struck 
(605)677-5311 
619:  Deb  Barnett 
(605)  773-3678 

TENNESSEE 

Part  H/619:  Sarah  Willis 

(615)741-3537 

ICC:  Wesley  Brown 

(615)929-4192 

TEXAS 

Part  H:  Mary  Elder 
(512)  502-4900 
ICC:  Pamela  S.  Marcum 
(817)  752-3451 
619:  Kathy  Clayton 
(512)463-9414 

UTAH 

Part  H:  Joyce  Lacy 
(801)  538-6922 
ICC:  Marianne  Johns 
(801)  538-6922 
619:  John  Killoran 

(801)  538-7700/7708 

VERMONT 

Part  H:  Beverly  MacCarty 

(802)  863-7338 
ICC:  Shari  Rutz 
(802)  457-1213 

Mary  Alice  Leonard-Heath 
(802)  685-3035 
619:  Kathy  Andrews 
(802)828-3141 

VIRGINIA 

Part  H:  Anne  Lucas 

(804)786-3710 

ICC:  John  E.  Frederick,  Jr. 

(703)  389-0832 

619:  Jaye  Harvey 

(804)  225-2655 

WASHINGTON 
Part  H:  Sandy  Loerch 
(206)  586-5596/8696 
ICC:  Judith  Moore 
(206)  325-8477 
619:  Ann  Shureen 
(206)753-0317 

WEST  VIRGINIA 

Part  H:  Pam  Roush 

(304)558-3071 

ICC:  Ken  Price 

(304)  766-1986 

619:  Carol  Williams  ^  . 

(304)  558-2696  lib 
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WISCONSIN 

Part  H:  Susan  Bobbins 

(608)  267-3270 

ICC:  John  Turcott 

(608)828-1305 

619:  Jenny  Lange 

(608)266-9172 

WYOMING 

Part  H:  Mitch  Srauchie 
(307)  777-6972 
ICC:  Carrie  Westling 
(307)  235-5097 
619:  Linda  Benoit 
(307)  777-6257 

AMERICAN  SAMOA 
Part  H:  Julia  Lyons 
01 1  (684)  633-4929/2697 
ICC:  Fred  Malala 
Oil  (684)633-4929 
619:  Linda  Avegalio 
Oil  (684)633-1323/4789 

FEDERATED  STATES  OF 
MICRONESIA 
619:  Yosiro  Suta 
Oil  (691)320-2302 

GUAM 

Part  H/619:  Faye  Mata 
Oil  (671)646-1416/8396 
ICC:  Rosanne  Ada 
Oil  (671)646-8396 

MARSHALL  ISLANDS 

619:  Kanchi  Hosia 
01 1  (692)  625-5261 

NORTHERN  MARIANA 
ISLANDS 

Part  H:  Suzanne  Lizama 
01 1  (670)  322-9956 
619:  Priscilla  Van  Tries 
01 1  (670)  322-9956 

PALAU 

Part  H:  Elizabeth  Watanabe 
Oil  (680)488-2537 
ICC:  Gillian  Johannes 
Oil  (680)488-1907/1632 
619:  Peter  Elechuus 
01 1  (680)  488-2568 

PUERTO  RICO 
Part  H:  Carmen  Aviles 
(809)  767-0870,  Ext.  2228 
ICC:  Zaida  Femandez 
(809)  753-9082/9080 
619:  Awilda  Torres 
(809)  759-7228 

U.S.  VIRGIN  ISLANDS 

Part  H:  Iselyne  Hennessey 

(809)  777-8804 

ICC:  Chearoll  Looby-Williams 

(809)  778-2275 

Patrice  Harley 

(809)  776-6643 

619:  Wanda  Hamilton 

(809)  773-7697 

Dana  Fredebaugh 

(809)  776-5802 
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EARLY  INTERVENTION 


Eight-year-old  Will  Dciwkim  hakes  cookies 
with  sister.  Claire. 
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Intervention 

Christel  Dau  hiits.  Mono  Frt'i'ciniciii.  Cassic  Johnston  ciiicl  Jiiclie  W'alhcr  arc  able  to 
offer  unique  pciypectires  on  early  ititenvntion.  riist.  they  are  parents  of  children 
with  ciisahilities  who  benefited  fro)n  early  inteiveution  programs  in  their  local 
communities.  Wen.  in  the  years  followi)ig  their  own  children  's  graduation  from 
■  early  tnten  ention.  all  four  became  inrolred  professionally  with  the  prorision  of 
sen-ices  to  young  children  in  their  own  states  and  communities.  Christel 
Dawkins  was  a  parent  memlwr  of  the  Interagency  Coordinating  Council  in  her 
home  state  of  Louisianna:  Mona  Freedman  is  coordinator  of  the  I  'amily  Siippoit 
Network  for  the  Maiyland  Pa>1 11  lead  agency:  Cassie  Johnston  is  coordinator 
for  the  Birth  to  Six  Project  of  Washington  state's  Parent  Training  and  Infonnation 
(PTI)  Center:  andjudie  Walker  is  co-director  of  Pilot  Parent  Partnerships. 
Arizona  's  PTI  Center.  Some  portions  of  this  article  fiiSt  appeared  in  the  Early 
Childhood  Bulletin  published  by  ,\HC*TAS  at  the  Federation  for  Children  with 
Special  Needs.  Boston,  MA. 

Christel  Dawkins: 

When  my  son  was  two  years  old  he  made  no  sounds  and 
little  eye  contact.  Will  was  so  beautiful  and  looked  so 
healtliy  that  no  one  would  belicNe  me  when  I  said  there 
was  st)mething  wronj?.  It  took  a  year  to  get  an  esaluation 
and  diagnosis  of  severe  language  disability.  Professionals 
recommended  that  1  place  him  in  a  cla.ssrooni  with  non- 
verbal children  learning  to  sign.  Nol)od\'  would  listen  to 
me  when  I  said  that  this  child  would  talk.  It  took  another 
year  before  I  heard  his  first  word — but  he  did  talk. 

At  eight  years  of  age,  Will  is  now  cla.ssified  as  learning 
disabled.  lie  is  in  a  regular  cla.ssrooni  with  speech  therapy 
and  resource  help.  He  has  plenty  of  friends,  is  on  the  soc- 
cer team  and  sings  in  the  children's  choir  at  church.  This 
year  he  was  "narrator"  in  the  .second  grade  Christmas  play. 

No  one  knows  my  child — his  strengths,  how  to  niotisate  him  and  exactly 
what  he  need.s — as  well  as  I  do.  .'Vs  the  parent  of  a  child  with  special  needs  this 
is  especially  true.  In  tho.se  first  months  after  Vi'ill  was  diagnosed,  it  was  difficult 
to  express  this  to  the  profe.ssionals  working  with  h'\m.  Sometimes  all  I  ct)uld  do 
was  cr>-.  It  was  niy  child's  speech  therapi.st  who  realized  that  I  needed  at  least  as 
much  iielp  as  my  child.  Her  careful  nurturing  of  a  trusting  relationship  \s  ith  the 
whole  family  turned  us  around. 

I  am  al.so  the  sibling  of  a  wonuin  with  jirofound  disabilities.  In  the  fifties,  my 
parents  were  given  the  option  of  no  help  at  all  or  letting  the  .state  do  what  was 
"right" — institutional  care.  I  saw  my  sister's  .steady  decline  and  my  parents'  pow- 
erie.ssne.ss  to  make  changes 

Ser\ices  ha\e  changed  dramatically  since  then.  The  •family-centered 
approach"  has  become  the  foinnlation  of  early  inter%cntion.  I'amilies  are  .seen  as 
liaNing  enormous  strengths  and  making  the  critical  difference  that  enables  a 
child  to  reach  his  or  her  potential. 

In  the  family-centered  approach,  families  are  allowed  to  choo.se  iheir  role  at 
\  I    each  stage  and  profe.ssionals  are  there  not  to  direct,  but  to  support  the  family 
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Suzanne  Johnston, 
12  years  old. 


and  provide  .sei-viccs,  Soiiictinics  the  family  a.s.siinie.s  the 
leadersliip  role,  but  not  always.  One  mom  toki  me  that  her 
role  was  to  love  her  baby.  It  is  wonderful  when  profession- 
als recx)gnize  the  ineredil^le  importanee  of  the  roles  we 
each  elioose  to  play.  Nobody  was  trying  to  get  that  mom  to 
assume  the  role  of  "advocate"  or  "ease  manager.  "  Early 
intervention  works  when  ever)-one  inxolved  makes  a  real 
effort  to  keep  lines  of  communication  open  and  to  collabo- 
rate as  a  team. 

Cassie  Johnston: 

For  me,  the  value  of  early 
intervention  began  when  some- 
one validated  my  concerns 
about  my  daughter's  develop- 
ment. We  had  many  positive 
interactions  with  professionals 
when  they  saw  us  as  key  play- 
ers. Early  intervention  also  con- 
nected us  with  parent  organiza- 
tions that  provided  support, 
information  and  skills.  All  of 
the.se  things  helped  us  become 
active  team  leaders  for  Suzanne, 
Some  professionals  probably 
saw  me  as  an  over-involved  par- 
ent. But  last  year,  Suzanne  s 
.speech  therapist  said  that  she  could  ".see  how  all  the  work 
and  commitment  in  tho.se  eariy  years  really  paid  off" 

For  the  past  four  \'ears,  1  have  worked  at  Washington 
PAVE  (Parents  Are  Vital  for  F.ducation),  the  Parent  Training 
and  Information  Center  for  Washingon  state.  Before 
becoming  a  paid  employee,  I  did  volunteer  work  and 
attended  many  of  the  PAVE  workshops  and  conferences. 
PAVE  s  support  was  critical  for  me  in  those  early  years. 

In  my  position  with  PAVE.  I  ha\e  pro\'ided  support  and 
mentoring  to  Interagency  Coordinating  Council  (ICC)  parents 
and  at  the  same  time,  represented  a  parent  perspective 
among  Part  H  staff  members.  In  the  beginning  my  work  felt 
like  a  dance — I  was  afraid  of  stepping  on  toes.  But  then  1 
realized  that  people  hear  different  music  antl  dance  to  the 
music  they  hear,  I  have  learned  to  hear  and  dance  to  a  lot  of 
different  music  over  the  last  five  years.  Some  I  like  better 
than  others,  hut  I  ha\e  come  to  respect  it  all. 

Mona  Freedman: 

During  infancy,  my  second-horn  twin, 
Andrea,  was  diagnosed  with  low  muscle 
tone.  She  was  e.\treniely  slow  in  reaching 
developmental  milestones.  Once  we 
admitted  that  our  child  had  disabilities, 
our  family  seemed  to  become  different 
than  other  families.  We  had  to  deal  with 
prol  essionals,  attend  IF.P  meetings  and 
make  what  seemed  like  a  million 
appointments,  Antlrea  .s  twin  si.ster  was 
often  left  behind  with  a  baby-sitter. 
Parenting  twins  can  be  vcr)'  challenging, 
but  having  a  developmentally  delayed 
twin  atldecl  to  the  struggle. 

Mann  t'nvclnuin  irlth  scivn-war-oUl  Aiuliva. 


When  Andrea  first  began  receiving  .services  at  18 
months  of  age,  progress  was  slow.  As  f'r.ie  went  on,  how- 
ever, we  began  to  see  some  positive  ch:.-,ges.  Our  little  girl 
.started  to  flourish  and  thrive! 

Andrea  is  now  seven  years  old.  She  is  in  first  grade  in 
the  inclusion  program  at  our  local  elementar)'  school.  She 
has  learning  disabilities,  but  she  loves  "regular  "  school. 

I  now  work  as  coordinator  of  the  Family  Support 
Network  within  Maryland  s  Infants  and  Toddlers  Part  H 
Program.  Part  H  has  generated  and  supported  change  at 
the  state  level,  but  now  we  are  shifting  our  focus  to  the 
local  level.  Using  trained  "veteran  "  parents  of  older  chil- 
dren with  disabilities  as  coordinators,  local  networks  have 
access  to  all  new  parents  entering  the  system  and  can  link 
them  immediately  with  existing  support  .ser\'ices. 

We  know  now  that  parents  who  have  learned  how  to 
network  and  support  each  other  become  better  able  to 
solve  their  own  problems  and  rely  le.ss  on  professionals. 
And  a  better  informed  parent,  naturally,  becomes  a  more 
effective  member  of  the  decision-making  team. 

Judie  Walker: 

At  Pilot  Parent  Partnerships,  we  recognize  that  families  of 
babies  and  young  children  may  not  seek  us  out  for  infor- 
mation on  "their  rights"  or  about  "what  they  need  to  do." 
We  have  learned,  however,  that  if  we  ask  them  about  their 
dreams  and  visic^ns  for  their  chi'd  and  family — and  really 
listen — then  we  can  share  with  '.h<;.'  i  the  ways  in  which  the 
laws  can  help  them  achieve  tho^e  dreams. 

When  parents  are  beginni.ig  to  find  out  about  their 
child  s  disability  and  special  needs,  they  often  hear  only 
what  the  child  won  t  or  can  t  do.  Parents  may  not  be  deva.s- 
tated  by  the  fact  that  their  child  has  a  disability,  but  many 
are  deva.stated  by  all  the  negative  things  that  people  say  or 
by  the  condolences  they  offer.  By  talking  with  another  fam- 
ily who  has  a  child  with  similar  needs,  families  begin  to  see 
a  more  balanced  picture.  They  learn  to  smile  and  laugh 
again.  They  learn  they  will  be  abk  to  be  a  family — not  by 
.someone  telling  them  how,  but  offering  a  living  exam- 
ple. Families  find  out  they  are  not  alone.  The  experienced 
family  offers  the  new  family  informatk)n  and  support  that 
helps  break  the  initial  isolation. 

We  get  acquainted  with  families  by  listening  to  them 
and  offering  information  they  recjuest.  To  establish  the  ini- 
tial contact  we  inform  community 
physicians,  health  care  providers,  and 
human  service  workers  about  our 
work  and  how  we  might  enhance 
their  efforts  to  build  a  relationship 
with  the  family.  We  model  respect  for 
the  family  and  family  decisions. 

Pilot  Parent  Partnerships  doesn  t 
tell  parents  what  to  do,  but  listens 
and  offers  information  and  strategies 
to  help  them  address  their  priorities. 
We  meet  families  where  they  are 
because  we  can  remember  our  own 
feelings  of  being  the  "new"  parent. 
We  help  families  to  create  new 
visions  of  possible  and  desirable 
futures,  ■ 
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This  s/wech  ii-as  delivered  in  Jiiiw 
1990.  on  the  occasion  of  my  three- 
year-old  daughter's  "graduation " 
from  her  early  intewention  program. 

t  is  appropriate  that  parents  walk 
with  their  children  at  this  particu- 
lar graduation.  The  first  reason  for 

this  is  that  our  children  need  us  to 

get  wherever  it  is  they're  going — they 

will,  for  a  long  time.  But  over  the  last 

three  years,  we  have  come  to  realize 

that  they  also  are  our  co-pilots.  They 

have  taken  us  down  many  roads  we 

didn't  expect  to  travel.  They  have 

introduced  us  to  each  other.  And 

they  have  brought  us  to  places  in  our 

minds  and  hearts  that  we  didn't 

know  existed. 

The  second  reason  is  that  we 
parents  are  graduating  from  this  pro- 
gram ju.st  as  surely  as  our  children. 
Long  before  the  staff  began  talking  about  family  empowei- 
inent,  some  of  us  parents  were  very  blunt  about  why  we 
were  here.  We  came  becau.se  we  needed  it.  If  our  children 
also  benefited  in  some  way,  well,  that  was  even  better.  But 
we  were  the  clients  in  need  of  ser\'ice.  We  came — in  bad 
weather,  with  colds,  throughout  the  long  summer — 
Ix'causc  we  needed  to. 

The  lessons  we  learned  here  would  fill  a  book,  and 
someday  they  might  But  a  few  thoughts  come  to  mind 
immediately.  I  don't  presume  to  speak  for  all  the  families 
graduating  from  this  program,  but  I  do  speak  for  niy.self  and 
a  nimiber  of  others  whom  I  feel  pri\  ileged  to  call  friends. 

We  learned  a  lot  about  love,  unconditional  love.  And 
acceptance.  At  first,  the  diagnosis  of  a  disability  seems  like 
a  cruel  joke.  But  then  the  reality  sets  in.  You  realize  that  all 
the  hopes  and  dreams  a  parent  normally  has  for  a  new 
baby  may  not  come  tnie — the  trips  to  the  playground,  the 
Little  League  games  you  wanted  to  coach,  the  books  or 
plays  you  wanted  your  child  to  enjoy.  You  realize  that  he 
may  not  attend  your  alma  mater,  and  she  is  not  going  to  be 
the  prettiest  bride  there  e\cr  was,  '{'he  death  ol'  these 
dreams  is  a  vei")  signifkaiit  los.s — it  is  a  pain  that  iie\er 
ever  goes  away — -and  so  your  child  may  not  be  veiy  ea.sy 
to  love  at  first, 

I'or  months,  you  nur.se  your  disappointment  while  ear- 
ing for  a  little  person  who  may  have  mental  retardation, 
who  may  lia\e  blood  drawn  weekly  Irom  the  veins  of  his 
T^n^r^  .  who  may  be  unable  to  move  from  the  blanket  on 
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'Ihree-year-old  Dana  receires  her  early  iutetven 
tion  diploma.  " 
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which  you  lay  him,  or  who  can't  see 
you  clearly  or  hear  your  voice.  Then 
something  happens.  One  day,  you 
realize  that  this  little  penson  has  shown 
more  patience,  more  good  humor, 
more  even-temperedness,  more  perse- 
verance and  more  acceptance  of  you 
and  his  world  than  you  have  ever 
known.  That  little  person  smiles  at  you 
in  his  own  way  and  lets  you  know  that 
he's  been  waiting  for  you — waiting 
imtil  you  were  ready — and  he  has  a 
special  place  in  his  heart  for  you. 

Then  you  realize  why  you  have 
been  given  this  little  person.  It  isn't 
becau.se  you're  .some  kind  of  saint.  He 
is  here  to  teach  you  never  to  take  a 
spoken  word  for  granted  or  consider  a  child's  step  ordi- 
nary'. He  is  here  to  teach  you  about  a  .strong  spirit,  accep- 
tance, loyalty  and  love  in  the  face  of  difficulty. 

The  other  le.sson  that  jumps  out  at  me  when  I  think  of 
this  program  was  taught  by  the  other  parents,  I  met  the.se 
parents  first  in  my  a.ssigned  support  group;  later,  they 
became  my  friends.  The  lesson  is  to  love  and  not  to 
judge — not  to  judge  another's  motives,  pain,  sincerity  or 
circimi.stances.  I  was  not  judged  by  tlie.se  parents,  many  of 
whom  faced  far  more  difficult  situations  than  \.  If  I  was 
frustrated  by  my  daughter's  delay  in  walking,  or  worried 
about  her  minor  ear  operations,  or  angry  at  being  tied 
down  at  home,  my  friends  would  li.sten,  understand  and 
sometimes  make  me  laugh.  No  one  ever  denied  my  pain 
by  telling  me  to  just  be  thankful  that  she  could  .stand  up,  or 
that  she  didn't  need  open  heart  surgery  or  that  at  lea.st  I 
had  another  nonnal  child.  For  this,  I  thank  you, 

I  still  find  it  amazing  that  people  with  children  of  such 
tremendously  different  levels  of  ability  could  share,  .sympa- 
thize, and  come  away  refre.shed  and  encouraged  by  each 
other,  I  find  it  amazing  that  parent.s  of  chiklren  with  .some 
of  the  most  .se\ere  disabilities  in  the  program  would  baby- 
sit for  niy  children  so  that  I  could  get  away  for  the  week- 
end, I  find  it  amazing  that  we  could  come  together  to 
appreciate  and  celebrate  the  little  and  big  milestones  in  our 
cliildren's  lives. 

'I'o  be  sure,  there  lia\e  been  son  tears — some  of  our 
little  friends  are  not  even  here  to  share  his  day — but  there 
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Wlicri  lie's  at  scIkm)!  with  cvpryonc  t'lsc.  tlic  last  tliiiifc  lie  tifcds 
to  worry  about  is  where  to  write  ami  put  his  hooks,  ^ith  the 
M\  DKS(V"  FlipTop  Storajce  l)(  >k.  he  has  his  own  poilahle 
desk  and  a  place  to  put  thin<:s  too! 

Its  iiniijiie  hall-joint  movements  and  sturdy  suppoils  put 
I)HS(".  in  a  class  of  its  own.  It  tilts  for  readinfj.  writiufj  or 
computing,  then  )J(H's  flat  f(u-  hineh  time  and  breaks.  A  secret 
stora<;e  eoiiipailineiit  hides  papers,  hooks,  pencils  (and 
uiaylH-  a  lew  comic  hooks).  \nd  when  il"s  lime  lor  transfers, 
the  entire  desktop  swiujis  down  to  the  side  and  out  of  the  way. 

It's  simply  desijined  for  flexihility  and  jirowth.  so  he  can 
use  his      1)KS(]  foi-years  tocouie! 

Kor  more  information  on  the  entire  M\  \)KSV,  line, 
contact  your  local  reliah  dealei-  and  ask  to  sec  the  \]\  DKSd 
demonstration  video.  Or  call  us  directly  for  a  free  brochure. 

1-800-4-MYDESC 
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have  been  so  many  more  laughs.  So  many  more  days  and 
nights  when  you  came  away  knowing  that  you'd  be  okay, 
that  you  could  manage,  that  you  weren't  the  only  one  in 
this  boat. 

I  couldn't  leave  without  saying  how  impressed  I  have 
been  by  the  dedication  of  the  staff  who  work  with  our  chil- 
dren. During  the  past  three  years,  we  have  met  many  pro- 
fessionals and  volunteers  who  have  never  failed  to  believe 
in  our  children  or  in  us.  You  are  a  national  treasure,  and 
we  thank  you. 

I  would  also  be  remiss  if  I  didn't  express  appreciation 
to  all  the  spouses,  grandparents  and  friends  who  have  sup- 
ported us.  It  would  have  been  impossible  to  get  our  chil- 
dren everywhere  they  had  to  go  without  the  people  who 
transported  them,  baby-sat  for  our  other  children  and 
helped  in  other  ways. 

Like  all  graduates,  we  parents  are  a  little  nervous,  ^"e 
came  here  timid  and  full  of  questions,  Now  we  have 
learned  the  ropes  and  have  even  been  bold  on  several 
occasions.  So  now  we  face  a  future  that  is  not  as  simple  as 
our  past.  To  leave  early  intervention  is  to  acknowledge  that 
our  children  are  getting  older  and  that  some  of  our  ques- 
tions remain  unanswered.  But  I  believe  that  if  we  remem- 
ber well  the  lessons  we  ha"e  learned  here,  we  will  learn  to 
live  with  the  questions.  And  our  children  will  continue  to 
be  the  wind  beneath  our  wings. 

Epilogue 

Last  September,  my  daughter  Dana,  now  six  years  old. 
began  attending  the  local  elementary  school  her  10-year- 
old  brother  also  attends.  She  is  partially  mainstreamed  in  a 
kindergarten  class  and  rides  the  regular  school  bus  with 
other  neighborhood  youngsters.  Dana  also  participate?  in 
Daisy  Girl  Scouts,  religious  education  and  dance  classes. 

The  support  I  continue  to  receive  from  other  parents  I 
met  through  early  intervention  remains  a  constant  in  my 
life.  Although  our  children  have  gone  their  separate  ways, 
our  parent  support  group  continues  to  meet  ever\'  month 
or  so  to  exchange  information  and  support  each  other 
through  the  ups  and  downs  of  our  children's  lives. 

Another  thing  that  doesn't  change  after  eady  interven- 
tion is  the  need  for  parents  to  continue  to  learn  not  only 
about  their  own  children's  disability,  but  also  about  the 
educational  system,  inclusion  and  other  issues.  Monitoring 
your  child's  education  can  be  so  over%vhelming,  but  it's 
absolutely  necessary. 

The  third  thing  that  doesn't  change  is  that  parents  are 
.still  their  children's  primar\'  teachers.  This  is  true  even 
though  their  children  may  spend  the  majority  of  their  day 
someplace  el.se  with  experts.  Parents  of  children  without 
disabilities  impart  their  values  and  learning  to  their  children 
through  ever^'day  activities — reading,  shopping  trips  and 
household  chores.  We  must  do  the  same  for  our  children 
with  disabilities.  This  is  critical  in  developing  our  children's 
.self-esteem  and  making  them  feel  like  an  integral  part  oi 
the  family.  ■ 

Ten'sa  M.  Rafferty  is  the  mother  of  xix-year-old  Dana,  and 
ten-year-old  Derin.  She  I'.v  a  freelance  health  care  tmterand 
-  president  of  the  PTA  at  the  elementary  school  her  ttvo  chil- 
dren attend.  Her  husband.  Tom.  is  employed  'n'  the  State  of 
S'ew  Jersey  as  an  administrator  for  Medicaid. 


Comfortable,  secure 
support  anywhere! 

Use  the  Columbi  -x  Positioning  Commode 
freestanding  or  over  any  toilet 


The  choice  is  easy  -  when 
you  have  a  choice!  That's 
why  we  offer  5  different 
commodes  to  suit  your 
child's  support  needs. 

•  Adjust  height,  tilt,  seat 
depth,  footrest  for  ideal  fit 

•  Adjust  pelvic,  chest  belts 

•  Removable  padded 
abductor/splash  guard 

•  Non-slip  padded  child- 
sized  seat 


t 
\ 


Ask  for  our  FREE  Full  Color  Catalog 
of  Convenient,  Helpful  Products 


It  includes  the  unique 
Columbia  Car  Seat, 
now  crash-tested  for 
children  20  io  102  lbs., 
up  to  5  feet  tall! 

Handsome,  durable  and 
convenient  to  use! 

Contact  us  for  your 
nearest  dealer 
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FATHERS'  VOICES 


I'm  Bryan's  Dad 
and  Part  of  His  Team 


by  Boh  Craig 


A: 


Hoh  Craif>  ami  son  Bryan. 


Fathers'  Voices  is  a  regular  feature  of 
Exceptional  Parent  magazine.  This 
column,  coordinated  by  James  May. 
I'roject  Director  of  the  National 
Fathers'  Network,  focuses  on  fathers 
experiences  rearing  children  with  spe- 
cial needs.  Your  contiihutions  to  this 
column  arc  encouraged. 

For  more  information  about  the 
National  Fathers'  Network  (NFN).  or 
to  receive  their  quarterly  newsletter, 
write  or  call:  National  Fathers' 
Network.  'Hie  Merryv.-(xxl  School. 
I()120  N.F.  Fighth  Street.  Uellevue. 
\VA  9KU()H.  (200)  "^^-tGO'l  or  l20()) 
2H2-l.V^t.  NFN  is  lunded  by  a  grant 
Ifoiii  the  I'etleral  .Maternal  and  Child 
I  leallh  Bureau  and  works  in  collabo 
i.ition  with  the  National  Center  lor 
r.imily -Centered  Care,  a  program  ol 
ihe  .\s.s(K  iation  tor  the  Care  of 
children  s  Health.  Bethe.sda.  .Ml). 


fter  several 
years  of  par- 
enting a  child 
with  special  needs.  I 
am  well  a\Nare  of 
how  easy  it  is  for 
fathers  to  feel  left 
out  of  the  process. 
The  family  is  much 
more  than  "mother 
and  child"  and  needs 
to  be  considered  as 
such.  Early  child- 
hood specialists  at 
all  levels  have  much 
more  experience 
with,  and  may  feel 
more  comfortable 
with  mothers. 

Have  you — as  a 
father — ever  have 
been  at  a  therapy 
session,  parent  con- 
ference or  doctor's 
visit  and  felt  that  no 
one  was  talking  to 
you?  If  so,  it's  time  to  take  action! 
Don't  allow  yourself  to  be  left  out. 
Parenting  any  child  is  hard  work:  par- 
enting a  child  with  special  needs  is 
especially  tough.  Everyone  who  is  in 
contact  with  your  child  on  a  regular 
basis  must  be  pulling  in  the  same 
direction — including  you.  We  don't 
need  to  be  on  the  same  rope,  but  we 
all  need  to  pull  in  the  same  direction. 

There  are  many  things  that  we  as 
fathers  can  do  to  remain  invoKed  in 
the  complex  parenting  process.  My 
son,  Bryan,  has  diplegic  cerebral 


paLsy.  During  his  earlv  days  of  diag- 
nosis and  treatment,  it  helped  me  to 
be  the  keeper  of  records.  After  each 
significant  N  isit,  we  asked  for  a  written 
report.  By  tending  this  file.  I  could 
keep  track  of  what  was  going  on — 
even  during  visits  I  couldn't  attend. 

Staying  involved  means  asking 
questions.  At  each  doctor's  visit  or 
parent  conference,  come  prepared 
with  a  few  questions  of  your  own. 
Ask  your  questions  as  early  as  possi- 
ble during  each  meeting.  This  keeps 
service  providers  mindful  of  your 
involvement. 

You  may  not  be  able  to  attend 
therapy  .sessions  with  regularity,  but 
you  can  know  all  the  people  your 
child  is  seeing,  ana  you  can  know 
what  they  do.  It's  useful  if  you  can 
dedicate  a  few  of  your  vacation  days 
each  year  to  stay  in  touch  with  your 
child's  therapists.  Ask  therapists  to 
recommend  specific  things  that  yf)u 
and  your  child  can  work  on  togeth- 
er— you  can  call  them  "father's  pro- 
jects"— and  ask  for  occasional  "after- 
hours"  sessions  or  ineetings.  Fathers 
often  can  provide  a  dlff'-rent 
approach  toward  solving  the  same 
problems  that  Mom  is  working  on. 
This  will  give  her  some  essential 
respite  also. 

Whatever  you  do,  stay  involved! 
It  s  important  for  you  as  a  parent.  It's 
important  for  your  child  with  special 
needs.  And  it's  an  important  .statement 
to  professionals  on  behalf  of  all  the 
fathers  \\  \\o  will  come  after  von.  ■ 


Mary  Ellen  ciiicl  Boh  Craii>  share  10  acres  of  VC'est  Virginia  hillside  with  six-year- 
old  Ihyait  ami  iiini'-ycar-olci  l-hck  Itro  dot's  and  niaiienms  irild  turkey  ami  deer. 
Craiii  tcorks  as  an  instrwnent  speciali  t  at  Ihe  Robert  C.  Byrd  Health  Science 
Center  at  the  I  niivrsity  of  West  Vir]i>inia.  Biyan  is  a  full  participant  in  his  kinder- 
,i>(inen  program  and  lirick  is  doin}>  tvell  in  the  third  grade.  When  not  chasing  after 
his  sons.  Craig  paHicipates  on  the  IV'ct/  Virginia  Family  Support  Council,  the  West 
Viiginia  l-'aniily  \'oices  Campaign  and  the  West  \'irginia  Assistive  Technoiogv 
.Sw^tetn. 
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Clinician's  View 
lor 

PARENTS 

of  children  with  special  needs 

EASY  TO  FOLLOW  STEPS: 

INrANT  MASSAGE  5 

How  to  massage  your  child  for  developmental  benefits 
SLCCESSflJL  SCLf -FEEDING  aaE 

How  to  teoch  your  child  to  eat  independently 
DGTTy  LEARNING  & 

How  to  help  your  child  toward  independent  toileting 


To  Order  by  Credit  Ccard  Call 
1-800-500-5065  or 
Fax  (505)  880-0059  SI 


$6925  each 

+  9%  S&H 


or  Mail  your  check  to:  Clinician's  View 
6007  Osuna  Rd  NE  •  Albuquerque,  NM  87109 
Many  Offter  Topics  Available  Including 
RHIZOTOMY  SUIiGEIiY  •  MANAGING  TUBE  FEEDING  •  POSITIONING 
Cau  or  Wm  FOR  A  Comm  Caialos 
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Comfortable.  Quiet. 
Affordable.  Leakproof. 

Just  A  Few  Reasons 
Why  You  Must  Try 
The  Ultimate  In 
Cloth  Diapers 

from  the  Friendly  Earth  Co. 
•k  Sizes  newborn  to  adult  * 


Are  you  throwing  money  away 
on  disposables?  Tlie  Friendly  Eartli 
Company  lias  tlie  perfect  answer 
witli  tlie  liigliest-quality  ciotli 
diaper  you  on  buy  anywliere. 
Lc^akproof  Cloth  Diaper 
Our  revolutionary  design  is 
leakproof  —  the  gentle  elastic 
around  the  legs  and  waist  offer  a 
perfect  fit.  With  6  plush  layers  of 
UX)';  natural  cotton  on  the  inside 
and  waterproof  nylon  on  the 
outside,  thiv'ro  amazingly 
comfortable.  They  feature  the 
ultimate  in  convenience  with  an 
innovative  all-in-one  design  tl\,il 
fastens  with  either  soft  velcro 
^    isures  or  durable  plastic  '-naps. 
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No  pins  or  diaper  covers  needed. 
Plus,  they're  ultra  absorbent  so  no 
extra  padding  is  necessary. 

Best  of  all,  our  diapers  mean 
incredible  savings  for  you  be- 
cause they're  washable  and  can  be 
used  fcr  years.  Plus,  they're 
environmentally  friendly. 
Order  Your  Sample  Today 
Call  and  order  your  sample 
diaper  today.  If  you're  not  1(X)''< 
satisfied,  simply  return  it  within 
30  days  for  a  full  refund. 

Friendly  Earth  Company,  Inc. 

Speciali/ing  in  quality  incontinent  products. 

1-800-358-2128 


The  Columbiai  Car  Seat  is  your  answer 

Complete  head  and  body  support  you  can  adjust 
as  your  child  grows  ...  in  fact,  the  Columbia 
Car  Seat  has  passed  Federal  crash  tests 
for  a  child  from  20  to  102  lbs.,  up  to  5  ft.  tall! 


Use  as 
positioning 

scat  in 
wheelchair 
or 
stroller 


Exceeds  all  Federal 
safety  standards 
Approved  for  cars, 
busses,  airplanes 
Durable  good  looks, 
wa  ,hable  fabric 
Versatile  -  use  as  a 
comfortable  support 
seat  anywhere 


Ask  for  our  FREE  Full  Color  Catalog 
of  convenient,  helpful  products 

It  includes  a  full 
line  of  Toilet  Supports 
so  you  can  choose  the 
exact  one  to  suit  your 
child.  They  mount  and 
dismount  easily  on  any 
toilet  anywhere. 

Contact  us  for  your 
nearest  dealer 
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ROLE  models: 


Judy  Heumann 


Part  One 

Clinton  Appointee  talks  about  growing  up  with  a  disability 

Judy  Heumann.  Assistant  Secretary  of  the  Office  of  S/>ccial  Education  & 
Rehabilitative  Seirices  (OSERS).  U.S.  Department  of  Education,  was  inten'iewed  by 
Exceptional  Parent  December  1993.  An  activist  and  policy-maker,  Heumann 
worked  on  Section  504  of  the  Rehabilitation  Act  and  its  reauthorization,  the 
Individuals  with  Disabilities  Education  Act,  the  Americans  with  Disabilities  Act 
and  federal  policy  guidance  governing  the  provision  of  personal  assistance  services 
to  individuals  with  significant  disabilities.  She  was  the  first  wheelchair  rider  to  be 
hired  by  the  ,\ew  York  City  public  schools.  Heumann  was  also  co-founder  and  vice 
president  of  the  World  Institute  on  Disability,  a  public  policyAvsearcb/training 
otganization.  'Ihis  is  the  first  part  of  our  interview. 


■  \  J 


I  am  46  years  old,  I  have  been 
disabled  since  1  had  polio  at  the  age 
of  three.  1  was  born  in  Philadelphia, 
but  grew  up  in  Brooklyn,  New  York,  I 
come  from  a  family  where  both  my 
parents  were  strong  advocates,  1  don't 
think  they  were  advocates  prior  to  my 
having  my  disability.  They  learned 
how  to  become  successful  advocates 
to  get  what  they  felt  1  needed  to  have, 

I  started  my  education  at  home.  I 
was  accepted  by  other  kids  in  the 
neighborhood  e\en  though  1  was  on 
 -       •  -  -   -  home  instnic- 

I  ivcisu 't  allowed  to  go  to  the  '  during 
school  in  my  neishhorhood,  because      ''^f  '^Z'^' 

f,  ,  J  '    ,  i  school,  when 

the  principal  told  my  mother  ; 
that  I  luas  a  fire  hazard.  yy  \  iiome,  i  plac  - 
ed with  my 
friends.  I  went  to  Hebrew  .school:  1 
was  in  Brownies  and  Girl  .Scouts.  1 
took  piano  lessons  and  singing 
lessons  and  was  very,  very  in\'olved. 
Outside  of  going  to  school.  I  was  able 
to  do  the  same  things  as  everj'body 
el.se  in  the  neighborhood. 

When  I  was  about  nine  and  a 
half.  1  started  going  to  public  schools 
in  a  segregated  program  and  to  camp. 
1  went  to  Camp  Oakhurst  and  Camp 
Jenetl.  special  camps  in  New  York 
.State.  1  went  to  segregated  camps,  and 
when  I  started  .school.  I  went  to  a  .seg- 
regated .school. 

I  was  a  nine-xear-old 
fire  hazard 

My  mom  ant!  a  number  ol  other 
mothers  had  worked  to  con\'ince  the 


Board  of  Education  not  to  force  kids 
in  wheelchairs  into  iKMiie  instniction. 
So  the  Board  designated  some  regular 
schools  in  Brooklyn  and  the  other 
boroughs  for  kids  in  wheelchairs  to 
attend.  Perhaps  there  was  more  than 
one  .school  in  each  borough,  but  there 
were  not  verj'  many.  1  attendtxi  .segre- 
gated classes  in  a  regular  elementary' 
school;  we  weren't  integrated  for 
lunch  or  recess  or  anything. 

The  only  reason  1  was  in  separate 
classes  in  elementary  school  was 
because  I  couldn't  push  my  own 
wheelchair  or  walk,  and  I  needed 
help  going  to  the  bathroom.  I  was  in 
cla.sses  with  children  who  had  differ- 
ent types  of  di.sabilities.  The  more  sig- 
nificant their  di.sabilities  were,  the 
more  they  were  regarded  as  not  being 
capable.  At  that  point  in  my  life.  I 
think  I  learned  that  people  were  writ- 
ten off  because  of  tlie  significance  of 
their  disability.  If  they  were  in  a 
wheelchair,  that  was  a  problem.  If 
they  were  in  a  wheelchair  and  had  a 
speech  disability,  that  was  a  bigger 
problem.  And  if  they  were  in  a  wheel- 
chair and  had  a  .speech  disability  and 
had  some  learning  disabilities,  that 
was  an  e\'en  l')igger  problem.  I  think 
this  attitude  primarily  existed  in  the 
adults,  but  it  obviously  had  an  ad- 
\er.se  impact  on  us  cl'tldren. 

I  was  bu.sed  at  least  an  hour  and 
a  half  each  way  to  school,  when  the 
school  in  my  tiistrict  was  four  blocks 
from  my  hou.se — maybe  ten  minutes 
away.  But  1  wasn't  allovvetl  to  go  to 
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Alx>iv:Judyat  a^e  six  us  a  poster  child  for  the  Brooklyn  Visiting  Nurse  Association. 

Bottom:  Ttivlve-year-okl Jtuly  (center)  plays  the  role  of  "Liza "  in  a  sch<x>l 
tm)dtictioti  of  "My  Fair  Ixidy. " 
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the  school  in  my  neighborhaod, 
because  the  principal  told  my  mother 
that  I  was  a  fire  hazard.  >, 

High  School  and  College 

when  I  was  older,  I  got  bused  to 
Sheepshead  Bay  High  School  in  East 
Flatbush,  even  though  Erasmus  Hall 
High  School  was  the  one  in  my  dis- 
trict. In  high  school,  I  was  in  a  quasi- 
integrated  setting.  My  classes  were 
with  non-disabled  students,  but  I  had 
homeroom  with  disabled  vStudents.  I 
didn't  get  to  participate  in  many  after- 
school  activities  because  of  trans- 
portation problems. 

I  went  to  college  at  Long  Island 
University  in  Brooklyn.  I  majored  in 
Speech  and  Theater  because  the  state 
rehabilitation  agency  wouldn't  sup- 
port a  major  in  Education.  Students 
had  to  demonstrate  that  they  could 
get  a  job  related  to  their  majors.  I 
could  get  a  job  as  a  speech  therapist. 

But  I  was  interested  in  teaching.  I 
knew  that  I  was  eventually  going  to 
take  classes  in  education  so  that  I 
could  teach.  At  that  time — in  the  six- 
ties— you  only  needed  twelve  credits 
to  become  a  teacher,  because  there 
was  a  teacher  shortage.  So  as  I  was 
beginning  my  junior  year,  I  started 
taking  classes  in  education.  I  also 
contacted  the  American  Civil  Liberties 
Union  to  let  them  know  that  I  thought 
that  I  might  have  a  problem  once  I 
completed  my  coursework,  because  1 
knew  of  no  people  who  used  wheel- 
chairs who  had  been  hired  as  teach- 
ers. They  told  me  to  take  the  classes 
and  call  back  if  there  was  a  problem. 
So  I  took  my  twelve  credits.  Nobody 
in  education  ever  asked  me  why  I 
was  taking  these  classes.  And  nobody 
from  the  state  rehab  agency  ever 
asked  me  either. 

Becoming  a  Teacher 

When  I  graduated  in  1970,  I  regis- 
tered to  take  the  teaching  exam  for 
New  York  State.  The  exam  included 
medical,  written  and  oral  exams.  I 
passed  my  oral  and  written  exams;  I 
was  failed  on  the  medical  exam 
lx?cause  of  my  disability. 

I  had  a  friend  who  was  a  student 
reporter  for  the  Neiv  York  Times.  He 
was  able  to  get  a  Times  reporter  to  do 
a  story  about  my  situation.  The  next 
day,  there  was  an  editorial  in  the  Netv 
York  Times.  And  the  day  after  that.  I 
was  on  The  Today  Shotv  (NBC-TV) 
with  Bob  Herman.  Then  I  got  a  cou- 
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/  think  we  need  to  look  at  disabled 

children  and  adults  like  other 
minority  groups.  I  think  we  need  to 
recognize  that  being  different 
isn 't  necessarily  negative. 
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pie  of  attorneys  and  sued  the 
Board  of  Education  in  order  to 
obtain  a  teaching  position. 

The  Board  of  Education  settled 
out  of  court,  and  I  started  teaching 
that  September,  They  found  a  job  for 
me  in  the  same  elementary  school  I 
had  attended.  It  was  a  regular  school 
that  had  a  number  of  special  cla.s.ses 
in  a  separate  wing,  I  taught  special 
education  clas.ses  for  one  year  with- 
out a  license.  The  next  year,  they 
moved  the  regular  .second  grade  cla.ss 
down  to  the  first  floor.  So  for  my  sec- 
ond year  there,  I  taught  regular  .sec- 
ond grade.  The  next  year,  they  sent 
all  the  disabled  kids  to  another 
.school,  [)ut  I  stayed  and  taught  the 
regular  students. 

Disabled  In  Action 

while  I  was  teaching  in  New  York,  i 
became  very  involved  in  a  group 
called  Disabled  In  Action  (I)IA).  a 
civil  rights  organization  run  by  dis- 
abled people.  We  started  that  group 
because  I  had  gotten  lots  and  lots  of 
letters  and  phone  calls  from  disabled 
people  and  their  families  and  friends 
when  I  was  in  the  newspapers  and 
appearing  on  'IV  and  radio.  When  I 
was  doing  my  inter\'iews,  I  didn't  just 
talk  about  tiying  to  get  a  teaching  job. 
I  talked  about  things  that  were  going 
on  for  disabletl  people  all  the  time — 
the  basic  types  of  discrimination  that 
disabled  people  faced.  A  lot  of  peo- 
ple contacted  me  to  say  they  were 
having  similar  experiences  atitl  felt  it 
^    lortant  that  these  i.ssues  were 
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being  di.scu.ssed.  A  nimiber  of  friends 
and  I  decided  that  we  would  take  all 
these  letters  and  phone  calls  and 
invite  people  to  come  to  a  meeting. 
And  DIA  came  out  of  that  meeting. 

DIA  was  involved  in  lots  of  differ- 
ent i.ssue.s — anything  from  access  on 
streets,  to  access  in  buildings,  to  the 
Rehabilitation  Reauthorization  Act,  to 
working  on  the  civil  rights  provisions 
in  the  Rehabilitation  Act, 

On  Segregation 

The  fact  that  I  went  to  segregated 
educational  settings  and  camps  while 
growing  up  was  not  all  negative.  The 
positive  part  was  getting  to  meet 
other  disabled  kids.  I  think  it  is  very 
important  that  disabled  children  and 
teenageis  meet  and  have  opportuni- 
ties to  .socialize  with  disabled  people. 

I  think  it  is  interesting  that  in  the 
deaf  community,  we  have  accepted 
that  deaf  children  need  to  be  educat- 
ed with  sufficient  numbers  of  other 
deaf  children — not  only  to  learn  acad- 
emics, but  also  for  socialization  pur- 
poses. The  same  type  of  attention 
hasn't  been  paid  to  kids  with  other 
types  of  disabilities, 

I  think  that  sometimes  parents  ol 
di,sabled  children  think  that  it's  better 
for  their  kitis  not  to  be  around  other 
disabled  kids  because  they  want  to 
help  them  become  more  Integrated,  I 
ihink  that  attitude  i,s  a  big  ini,stake,  I 
think  we  neetl  to  look  at  disabled 


Left:  Judy  with  her  dog 
"Lucky.  "  at  age  16. 

Right:  At  19  yean  of  age.  Judy 
joins  fellow  Long  L^land 
University  students  to  protest 
funding  cuts. 


children  and  adults  like  other  minori- 
ty groups.  I  think  we  need  to  recog- 
nize that  being  different  isn't  neces- 
sarily negative. 

For  me,  being  able  to  become 
friends  with  di.sabled  kids  helped  me 
feel  better  about  m>self.  Now,  as  I 
travel  around  the  country  and  talk 
with  parents,  I  do  hear  some  parents 
say  that  they  believe  that  it  is  impor- 
tant for  their  disabled  children  to 
have  experiences  with  their  disabled 
peers.  But  they  are  forced  to  make  a 
choice— to  put  the  child  in  an  inclu- 
sive program  or  to  put  the  child  in  a 
segregated  program.  I  don't  think  it 
should  have  to  be  an  either-or  situa- 
tion. I  think  that  parents  need  to 
speak  for  themselves  and  with  their 
children  and  tell  the  .schools  that  they 
feel  it's  important  for  their  children  to 
have  social  experiences  with  other 
disabled  kids.  It's  equally  important 
for  the  non-disabled  children  to  be 
able — whene^■er  pos.sible — to  be 
expo.sed  to  r.umbers  of  children  with 
ail  types  of  disabilities.  ■ 

The  second  Ijciii  of  this  iiitetriew  ii'ilh 
jKcly  llettntaitti  will  ci/)pear  in  the 
March  1994  issue  of  E.xcepliotitil 
I'dtvnl.  In  I'drt  'I'tfo,  Henincinn  dis- 
cii.'i.'ies  her  ciitrenl  posilioti  at  O.SHI^S. 
her  plans  for  more  ejfecliiv  iniplenicn- 
latioti  of  the  Individuals  tvilh 
Disabilities  Hdiicalion  Act.  and  other 
planned  iniliatiivs  atid  areas  of  pro- 
mminatic  emphasis. 
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Since  its  introduction  in  September,  we  have  reported 
regularly  on  the  progress  of  President  Clinton's 
health  care  reform  proposal.  We  have  received  many 
letters  urging  us  to  continue  these  reports.  We  also 
ha\i'  heard  from  a  number  of  parents  who  shared  their 
concerns — based  on  various  reports — that  children  with 
disabilities  may  be  shortchanged  under  the  currently  pro- 
posed plan.  In  December,  for  example,  the  Associated 
Press  reported  on  a  hearing  during  which  members  of  the 
Senate  Finance  Committee  had  acknowledged  that  children 
with  "iiirth  defects  or  chronic  health  problems  could  be 
excluded  from  coverage  under  President  Clinton's  plan... " 

In  reviewing  the  following  reports  and  commentaries,  it 
is  es.sential  to  remember  that — tlespite  perceived  inadequa- 
cies— the  President's  propo.sal  offers  major  reforms  that  va.stly 
impro\  e  many  aspects  of  the  current  health  care  sy.stem. 

Current  concerns 

Two  specific  gaps  in  ccnerage  for  children  with  disabilities 
ha\'e  been  identified — outpatient  rehabilitation  ser%ices  and 
"cu.stomi/ed"  durable  medical  equipment.  The  proposal's 
ccnerage  for  outpatient  rehabilitation  ,ser\ices  emphasi/e^• 
the  restoration  of  pinsical  or  intellectual  functioning  fol- 
lowing "illness  or  injun  . "  Accordingly,  it  appears  to  omit 
long-term,  outpatient  seivices  that  many  children  with  dis- 
abilities recjuire  to  maintain  current  abilities  and  prevent 
future  problems,  Suih  outpatient  services  might  incliuie 
pliN'sical  therapy,  occupational  therapy  and  s|-)eech  and  lan- 
O    .■  therapy.  Administration  officials  agree  that  this  is  an 
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issue  and  havv'  urged  concerned  citizens  to  contact  mem- 
bers of  Cv">n;;iess  to  advocate  for  the  necessary  coverage, 

"Durable  medical  equipment"  includes  seating  systems, 
wheelchairs  and  many  other  products.  The  health  refoiTn 
plan  appears  to  co\er  "durable  medical  equipment"  and 
"prosthetic  and  orthotic  devices."  while  "customized 
devices"  are  excluded.  Limiting  coverage  to  "off-the-shelf 
equipment  presents  a  problem  since  devices  for  children 
are  often  customized — or  individualized.  Current  health 
insurance  coverage  typically  has  similar  limitations  requir- 
ing parents  to  pay  the  difference  in  cost  between  the 
"generic"  and  "customized"  versions  of  a  product.  This  dif- 
ference in  cost,  however,  can  be  substantial. 

Knowledgeable  advocates  have  raised  additional  ques- 
tions about  how  other  ser%'ices  for  children  with  di.sabilities 
will  be  co\ered.  These  include  Medicaid  payments  for  early 
inten'ention  ser%'ices.  .so-called  "related  ser%'ices"  such  as 
therapies  within  special  education  programs,  and  F.PSDT 
(F.ariy  and  Periodic  Screening.  Diagnosis  and  Treatment) 
ser%ices.  Concerns  have  also  been  raised  about  coverage 
for  home  care  and  community-based  ser%  ices  for  people 
with  severe  disabilities.  Though  the  reform  proposal 
includes  some  important  ser%  ices  of  this  kind,  it  allows 
individual  states  to  place  restrictions  on  eligibility  and  types 
of  scr%  ices  provided. 

Write  Nowl 

This  month's  ccnerage  of  health  care  reform  includes 
our  adaptation  of  a  recent  call  to  action  prepared  by  the 
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Consortium  of  Citizens  witli  Disabilities.  We  also  bring  you 
tlie  personal  stoiy  of  a  Virginia  family  that  was  forced  into 
bankruptc-y  by  health  care  costs.  We  asked  Lirry  Allen  to 
share  his  family's  .stor\'  heeau.se  it  is  all  too  typical  of  the 
health  care  horror  .stories  that  could  be  written  by  many 
families  of  children  (or  adult.s)  with  disabilities.  Anne 
Lauritzen  tells  a  similarly  frightening  story  in  the 
Informational  Forum  on  page  42.  The  National  Parent 
Network  on  Di.sabilities  also  urges  everyone  to  get  invok  ed 
(.see  page  41). 

We  urge  our  readers  is  to  make  contact  with  their  rep- 
resentati\es  in  Congre.ss.  Do  not  hold  back!  Parents  of  chil- 
dren with  disabilities  and  many  dedicated  advocates  are 
struggling  agaiast  the  va.st  re.sources  of  tho.se  in  our  .society 
who  [prefer  the  .status  quo. 

In  fact,  we  believe  that  it  is  time  for  our  elected 
officials  to  recei\  e  letters  from  the  most  imponant  individu- 
als involved — children  with  di.sabilities  and  .special  health 
care  needs.  Though  mo.st  [parents 
and  organizations  are  under- 


standably cautious  about  involv- 
ing their  children  in  public  advo- 
cacy campaigns,  we  believe  that 
letters  from  children  as  vsell  as 
parents  are  needed  to  sufficiently  dramatize  the  urgency  of 
reform  in  health  care  for  all  individuals  with  di.sabilities.  We 
hope  our  readers  will  encourage  their  children  to  write 
such  letters  and  will  .send  copies  to  us  so  that  we  may  pub- 
lish .some  in  future  issues  of  Exceptional  Parent. 


jxffsopters  from  children  as  ivell 
as  parents  are  needed . 


Remember — ju.st  a  few  months  ago,  the  "Brady  Bill" 
was  facing  imminent  defeat  in  Congress.  A  dramatic 
ground.swell  from  ever^'day  citizens  turned  the  tide — the 
"Brady  Bill"  is  now  law.  The  health  care  reform  propo.sals 
before  Congre.ss  are  vulnerable.  The  administration  and 
members  of  Congress  from  both  political  [xinies  are  under 
enormous  pre.ssure  to  ".settle  for  less."  This  pressure  is  \eiy 
powerful — but  not  insurmoimtable. 

Health  Care  Taxes 

Any  discu.ssion  of  taxes  makes  elected  officials  and 
many  citizens  ver>'  anxious.  It  may  well  be  nece.s.saiy  to 
address  the  need  for  additional  tax  revenues  to  pay  for  the 
critical  changes  in  health  care  tlr"'.  are  needed  by  children 
and  adults  with  di.sabilities.  However,  we  believe  that  the 
actual  net  cost  to  each  family  for  health  care — including 
current  health  insurance  premiums,  actual  health  care 
expenses  which  are  not  covered  and  possible  health  care 

taxes  that  may  be  required — may 
not  increase.  In  addition,  we 
believe  that  the  health  security 
that  President  Clinton  proposes 
will  greatly  decrease  the  e\  er-pre- 
sent  fear  hanging  over  the  heads 
of  most  Americans — what  if  a  member  of  my  family  needs 
health  care  and  it  isn  t  covered?  Think  of  it — this  may  be 
the  decade  when  we  will  put  aside  oiir  fears  of  both 
nuclear  annihilation  and  cata.strophic  health  need.s!  The 
load  off  our  minds  could  do  wonders  for  our  health.  ■ 

S.K.,  K.S. 
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Models  Available  Now 

The  B.O.S.S. 

provides  freedom  and  independence. 
Fully  equipped  with  electronic  con- 
trols, these  play  vehicles  provide 
an  enjoyable  way  for  a  young 
child  with  a  disability  to 
learn  important 
developmental 
skills. 


All  five  nxxlels  offer  a  variety  of  electronic  control  systems  each 
designed  to  meet  the  particular  needs  of  the  young  driver.  For 
maximum  safety,  an  optional  remote  control  override  switch  enables 
a  parent  or  other  adult  to  supervise  vehicle  operation.  Special 
seating  and  other  safety  equipment  Is  available.  Cars  operate  on 
two  rechargeable  6  volt  batteries.  Call  us  for  additlonai  information 
and  orders. 

1  -800-950-51 85 


/-v;— I. 


Innovative  Products,  830  S.  48th,  Grand  Forks,  ND  58201 

^(43     Photo  UMd  by  pjnrilnlGn  HaiMan  Coip.  o(  Badterd,  PA 
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Save  up  to  60%  on  Disposable  Diapers 
And  We  Will  Deliver  Right  to  Your  Door 


To  order,  call  toll-free 

1-800-777-1111 

24  Hour  Service 

Ask  about  our  complete  catalog  including  Depend, 
Attends,  At  Ease,  Comfort  Dry,  Ultra  Shield,  Dri  Pride, 
Promise  and  No-Rinse  Products 

Woodbury  Products,  Inc. 

4410  Au.stin  Boulevard  -  Dept.  250 
Circle  «86  '^^^  U55S 
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HEALTH  CARE 
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ealtli  care  reform  represents  an 
historic  moment  in  American  soci- 
ety— one  which  may  not  recur  for 


many  years.  Children  and  adults 
with  disabilities  and  their  families  cannot  wait 
that  long  for  lifetime  health  care  security. 
Thanks  to  the  leadership  of  President  Bill 
Clinton  and  First  Lady  Hillary  Rodham 
Clinton,  we  have  the  opportunit>'  to  convince 
members  of  the  United  States  Congres.>  to 
establish  a  federally-guaranteed  right  to 
health  care  for  each  American  regard.iess  of 
age.  pre-existing  condition,  current  health 
.status,  employment  status  or  income. 

I'nfortimately.  many  special  interests  in  this  $939  billion 
sector  of  the  country'  s  economy  (one-seventh  of  the  gro.ss 
domestic  product)  want  to  maintain  the  status  quo.  To  that 
end.  they  are  expending  millions  of  dollars  in  an  attempt  to 
con\  ince  the  public  and  members  of  Congress  that  we  do 
not  need  major  health  care  refomi  and  that  we  cannot  afford 
it.  This  is  -a  fascinating  conclusion  since  the  United  States 
now  .spends  more  dollars  per  capita  on  health  care  than  any 
other  country-,  but  is  the  only  country  in  the  free  world  that 
does  not  have  a  national  right  to  health  care. 

K(n\'.  it's  up  to  the  535  members  of  the  United  States 
Congress.  We  mu.st  begin  to  act  touay  in  a  imited  disability 
voice  to  help  them  develop  the  "political  will"  to  vote  for 
legislation  that  guarantees  a  national  right  to  coniprehensi\e 
health  care  for  all  Americans.  The  President  s  Health  Security 
Act  was  officially  introduced  in  November  as  [Senate  bill]  S. 
nS"  and  lHou.se  of  Rcpresentati\es  bill]  H.R.  .3600.  All  other 
bills  t!  .  ha\e  been  introduced — except  for  the  President  s 
plan  and  the  "Single  Payer"  plans  (S.  m  and  H.R.  1200)— 
are  dangerous  to  children  and  adults  with  disabilities.  As 
Congress  begins  to  work  on  these  bills,  your  action  is  need- 
ed to  ensure  that  they  properiy  address  i.ssues  affecting  peo- 
ple with  disabilities. 

Health  care  reform  is  the  most  critical  issue  that 
Congress  will  address  in  199't.  The  results  will  directly 
impact  the  life  of  e\  er>-  child  and  adult  with  a  disability  in 
this  nation.  W'e  in  the  disability  community  must  con\  ince 
('ongie.ss  and  the  nation  that  we  will  not  accept — and  in 
fact,  will  vigorously  oppose — tinkering,  band-aid  solutions 
masquerading  as  true  reform.  We  will  accept  nothing  less 
than  comprehensi\e.  lifetime  health  care  security  that  is 
guaranteed  by  law  to  every  single  chikl  and  adult  in 
ica. 
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Representing  all  the  People 
-Patrick  Dermody.  Cotting  School.  Lexington.  MA 

I'veiy  American  with  a  disability,  their  family,  friend.s. 
ads'ocates  and  ,ser\ice  prc)viders  in  ever>-  coninumity  mu.st 
get  involved  in  the  health  care  reform  debate  immediately. 
Congress  must  hear  from  us  now.  Ycxir  national  di.sability 
adN'ocates  cannot  compete  with  the  multi-million  dollar 
budgets  of  the  health  insurance,  hospital,  physician,  phar- 
maceutical, and  nursing  home  industries.  Their  lobbyists 
and  well-fimded  political  action  committees  (PACs)  are  for- 
midable opponents  to  reform,  ^'our  action  can  and  will 
make  the  difference! 

Time  is  of  the  essence!  Some  Congressional  subcom- 
mittees are  planning  to  complete  their  work  on  the  bills  as 
eariy  as  the  end  of  l-ebruarx'  in  preparation  for  votes  by  the 
full  Hi.;use  and  Senate.  You.  as  a  voting  con.stituent.  must 
tell  your  Congressional  representatives  that  you  expect 
them  to  \  ()te  for  health  care  reform  that  meets  the  needs  of 
people  with  disabilities.  Tell  them  about  your 
personal  family  exjieriences.  People  with  disabilities  and 
their  families  must  con\'ince  members  of  Congres.s  that 
long-term  ser\'ices  refonn  is  an  essential  part  of  health  care 
reform.  Throughout  this  proc.ss.  we  all  mu.st  work  to  pro- 
tect, strengthen  and  improve  the  provisions  of  the  bills  as 
they  effect  children  and  adults  with  disabilities  and  their 
families.  Without  establishing  the  right  to  health  care,  it  will 
not  mattei  what  is  included  in  the  comprehensive  lienefit 
package.  I'he  one  message  we  mu.st  all  sa\'  loud  and  clear 
is  to  support  the  President's  commitment  to  make  health 
care  a  right  for  all  Americans!  ■ 

Adtiptetl  fntm  an  "Action  Alcil  "  piihlishcd  hy  the 
Coiisoilitim  jbr  Citizens  with  Disahilities 
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'ding  the 
alth  Care 
ller  Coaster 

by  Larry  Allen 


'eing  asked  to  relate  our  family's  story  has  proven  to 
be  an  emotional  roller  coaster  ride.  To  this  day,  we  aren  t 
sure  where,  when  and  how  this  will  end.  We  thank  God 
every  day  for  allowing  us  to  enjoy  the  good  times  and 
accept  the  bad  times  as  dark  moments  that  will  pa.ss. 

Our  stoiy  began  in  1978,  with  the  birth  of  our  oldest 
daughter.  Shortly  after  Michelle's  birth,  we  received  a 
phone  call  from  her  doctor,  who  told  us  that  she  had  sickle 
cell  anemia.  We  had  no  idea  what  to  expect. 


We  realize  that  we 
are  oneimajor  illness 
away  £rom  bankruptcy  again. 


Mic  helle  didn't  get  sick  until  she  was  three.  When  she 
had  her  first  crisis,  a  painful  episode  recjuiring  hospitaliza- 
tion, we  had  a  rude  awakening — our  health  care  carrier 
refused  to  pay  some  of  her  bills.  As  Michelle  got  older,  her 
medical  problems  worsened,  requiring  more  freciueiit  and 
longer  ho.s|-)italix.ations.  The  bills  kept  growing,  yet  our 
income  was  getting  smaller. 

Our  next  step  was  to  talk  with  some  financial  coun- 
selors, all  of  whom  recommended  declaring  bankruptcy. 
One  month  after  filing  c;lia|-)ter  13,  we  needed  to  bring 
Michelle  to  the  hospital.  The  hosjiital  refu.sed  to  administer 
^j^Q'nt,  demanding  to  know  how  the  bills  would  be 
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Enjoying  a  snowy  day:  Clockwise  frovi  left.  1 0-year-old  /.any. 
mom  Michelle.  1 5-vear-oUi  Michelle  and  eighl-)vcir-<)lcl  Michael. 

paid.  It  took  our  attorney  four  hours  to  explain  the  situa- 
tion before  they  would  even  examine  her.  The  worst  part 
was  realizing  that  if  the  hospital  continued  to  deny  her 
treatment,  we  had  nowhere  else  to  turn — the  other  area 
hospitals  were  not  as  well  equipped. 

At  this  point,  my  wife  had  to  quit  her  job,  Michelle  was 
getting  sick  more  often  and  someone  had  to  be  with  her 
when  she  was  ill — whether  or  not  she  was  hospitalized. 
We  learned  this  the  hard  way  when  Michelle  was  almo.st 
given  a  chemotherapy  treatment  intended  for  another  child 
with  the  same  first  name. 

Our  second  .son.  Lany,  was  born  in  19H,^.  Prenatal  test- 
ing shovwd  that  he  was  healthy.  In  my  wife  became 
pregnant  with  our  third  child,  Michael.  Again,  prenatal  tests 
for  sickle  cell  anemia  came  back  negative.  But  this  time  the 
tests  were  wrong.  At  three  months  of  age,  Michael  was 
diagno.sed  with  sickle  beta  thalas.semia. 

Michael's  illness  was  much  worse  than  his  sister's.  By 
the  time  he  was  two  years  old.  he  had  already  lx.-en  hospi- 
talized I'S  times.  Michael's  doctor  told  us  to  prepare  for  the 
worst,  becau.se  his  body  was  wearing  out.  They  didn't  think 
he  would  live  another  six  months,  hut  we  could  .see  too 
much  life  in  Michael  to  give  u|-).  We  knew  we  had  to  find 
help  elsewhere,  so  we  mo\cd  to  another  state  where  our 
children  could  receive  belter  medical  care. 

In  the  last  IS  years,  we  have  ne\er  had  one  moment 
when  we  could  sit  back,  relax  and  regroup.  We  are  still 
dealing  with  a  tremendous  emotional  and  financial  burden. 
We  realize  tiial  we  are  one  major  illness  away  from  bank- 
ruptcy again,  Thj^rc'yire  constant  ciiallenge.s — keeping  the 
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utilities  turned  t>n.  paying  he  mortgage  and  keeping  food 
on  the  tab!-,' 

In  1993.  ni>  wife  and  I  were  im  ited  to  a  human  genet- 
ics conference,  where  we  heard  about  some  of  the 
research  into  new  technologies  that  may  one  day  lead  to 
cures  for  many  genetic  disorders.  We  also  heard  from  oth- 
ers experiencing  similar  problems  financing  health  care. 
This  was  an  emotional  lift.  1-or  so  long,  we  had  felt  like  we 
were  all  alone  with  these  problems. 

Prior  to  this  conference,  if  we  had  been  a.sked  to  relate 
our  story  to  others,  we  would  have  talked  about  the  pain 
our  children  endure  and  the  guilt  and  depression  we  as 
parents  li\e  with  everyday.  We  would  have  spoken  about 
our  loneliness  and  fear.  About  being  told  v\'e  d  be  better  off 
on  welfare.  About  feeling  out  of  place — e\  en  around  fami- 
ly and  friends.  And  about  worrying  that  I  might  lose  my 
job,  becau.se  when  both  children  are  sick,  it  requires  both 
of  us  to  take  care  of  them.  But,  now  there  is  one  more 
thing  we  can  speak  of — hope.  ■ 


Lorry  and  Michelle  Allen  live  in  Chesterfield  County.  VA 
with  their  three  children.  They  are  members  of  the  Mid- 
Atlantic  Regional  Human  Genetics  Setwork  (MARHGM 
and  the  Virginia  Sickle  Cell  Awareness  Program  of  the 
Medical  College  of  Virginia  (VASCAP).  Their  sou  Michael 
was  \  'irginia  s  1 99 J  sickle  cell  poster  child. 


Meeting  the  Governor:  As  his  states  1993  sickle  cell  poster  child, 
Michael,  along  with  his  mother  and  sister  Michelle,  met  Virginia 
Governor  Douglas  Wilder. 


THE  WATER  WALKER 


Prone  or  supine  support. 
Contour  lines  that  allow 
use  of  arms  and  legs. 
Straps  to  secure  person 
on  float. 

Pillow  tor  head  support. 
S.M.I. 


Improves  coordination, 
postural  control  and 
muscle  tone. 
Provides  independence. 
Secured  in  center  with 
belt  or  seat 
Trade-in  policy. 
S.M.L 

Co\  ercd  by  most 
insurance  companies. 


AQUATIC  THERAPY  FLOAT 


Contact: 

AQUATIC  THERAPY 

123  Haymac  Street 
Kalamazoo,  MI  49004 
'616)  349-9049 


Circle  «150 
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Crystal  Springs  School 

A  PROGRAM  OF  THE 
INSTITUTE  FOR  DEVELOPMENTAL  DISABILTIES.  INC. 


Providing  quality  residential,  special  education  and  treat- 
ment services  in  a  professionally  caring,  homelike  environment 
since  1953. 

•  30  acre  campus  in  Southeast  Massachusetts,  close  to 
Boston,  Cape  Cod,  Providence  and  Newport,  R.I. 

•  Programs  for  severely  and  profoundly  multiply  handi- 
capped children  and  young  adults  from  birth  -  22.  including 
those  young  people  characterized  as  medically  fragile. 

•  365  day  programs  providing  24  hour  nursing  availability. 

•  Licensed  by  the  Massachusetts  Office  for  Children. 

•  Approveo  by  the  Massachusetts  Department  of  Education. 

•  Member  of  the  Massachusetts  Association  of  Approved 
Private  Schools. 

For  information.  Please  Call: 
Cheryl  Andrade,  Admissions  Coordinator 
(508)644-5537      circle  «151 
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Home  Away  From  Home 

Quality  care  in  a  state-of-the-art  medically  oriented,  yet  home-like 
facility  for  chronically  ill  infants,  children,  and  young  adults.  A  one 
of  a  kind  program  staffed  by  doctors,  nurses,  therapists  and 
teachers.  If  you  are  thinking  about  having  your  loved  one  cared  for 
outside  your  home,  consider  Hacienda  de  los  Angeles  with  26 
years  of  experience  helping  families  and  their  chronically  ill  family 
members.  Hacienda  is  located  in  a  semi-rural  setting  bordered  by 
beautiful  South  Mountain  Park,  yet  is  less  than  five  minutes  from 
the  Owens  Medical  Center. 

Hacienda's  comprehensive  program  offers: 

•  Specialized  care  for  individuals  with  tracheostomies  and  those 
who  are  ventilator  dependent. 

•  A  new  facility  staffed  by  professional  yet  caring  employees. 

•  Open  door  24-hour  visitation. 

•  Physician  services  and  round-tfie-clock  nursing  care. 

•  Twenty-four  hour  respiratory  therapy. 

•  In-house  physical,  occupational,  and  speech  therapy. 

•  Nutritional  services  by  a  certified  nutritionist. 

•  On-grounds  and  public  school  based  educational  servicis. 

•  Private  and  semi-private  rooms. 

•  Individualized  programming  designed  to  allow  your  family 
member  to  reach  his/her  full  potential. 

•  In-house  specialized  equipment  construction  and  equipment 
adaptation. 

•  Transportation  in  specially  equipped  vehicles. 

Hacienda 

de  los  Angeles,  inc. 

^      In  Special  Uves.  We  Mslte  A  Wlterence 

1402  East  South  Mountain,  Phoenix,  AZ  85040 
(602)  243-4231 
Wiiiiam  J.  Tin)mons,  Executive  Director  Circle  #1 54 


FOTO  FACE,  the  Original  Momy- 
Dady  Doll  provide.s  a  child  with  tiie 
comfort  and  security  (if  the  familiar 
face  of  a  loving  parent  or  friend. 
Id 'al  for  tinie.s  aw  ay  from  liome  and 
family.  Send  a  clear  photo  (Color  or 
B(S:\V)  w  ith  check  or  money  order  for 
SI 2.99  plu.s  S3.0()  .shipping  and  you'll 
receive  a  13  '  .stuffed  cotton  doU'with 
colorful  T-shirt  and  photographic 
face.  Ethnic  dolls  availalile.  All  pho- 
tos returned.  2-4  weeks  deliver^-. 
Momy-Dady  Doll 
Box  487,  Dept  EP 
Flourtown,  I'A  19031 
(800)  IMi:)Y-DOLI. 


Exceptional  Parent 
magazine  is  now 


Only  $24.00  for  1 2  issues 

To  order  your  subscription  call: 

1-800-247-8080 

|$30.00  Conodian;  $33.00  Foreign] 

o  —  

'ERXC'ptional  I'liivnt 


"THEIR  COMMUNTTY ...  WITH 
OUR  HELP"  Private,  nonpnjfit  com- 
munity for  adults  with  developmental 
di.sal5ilities.  Residential  and 
day/e\'ening  programs  and  services. 
•Paid  Job  Training 
•Arts  Activities. 
•Therapeutic  recreation. 
•Ca.se  management. 
•125-acre  wooded  environment. 


Annandale  at  Suwanee,  Inc. 

3500  Annandale  Lane.  Box  7 
.Suwanee,  GA  30174 
(404)  945-8381 


"MAXI1VII2ING  INDIVIDUAL 
POTENTIAL" 

•Community-lia.sed,  positive  learn- 
ing environment  for  difflcult-to-place 
children,  adolescents  and  young 
adults  with  MR.  autism,  communica- 
tion disorders,  challenging  liehav- 
iors.  and  developmental  disabilities. 
•12-mo.  day/residential  programs. 
•  10  miles  w  e.st  of  Boston. 

Uinuici:  Admi.ssions  Director 
The  Learning  Center 

4ll  Waverley  Oaks  Road 
Waltham.  .MA  02154 
(617)  893-6000 
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SHEVET  ACHIM  in  conjunction  with 
YACHAD-'NCSY  is  a  new  cS:  exciting 
summer  program  in  an  Israeli 
Kibbutz.  This  four  week  program  is 
designed  specifically  Ibr  high  func- 
tio'-.ing  Jewish  young  adults  with 
<.'v.'velopmental  disabilities.  Located 
in  Kibbutz  Ein  Zurim,  central  Israel. 
Sabliath  and  Ko.sher  dietar>-  laws 
ol').ser\ecl. 

SHEVET  ACHIM 

63-67  108th  Street 
l-ore,st  Hills,  New  York 
(718)  997-117  .New  York 
(213)  651-1255  Los  Angeles 
(312)  7(M-4019  Chicago 


Camp  Huntington 
33rd  Year 


A  VERY  SPECLVL  CAMP  FOR 
SPECLVL  NEEDS  CAMPERS. 

A  co-ed  residential  camp  for  the: 

•Learning  Disabled,  ADD. 

•  Xeuidlogically  Impaired. 

•Mild-.Modenitc  MR. 

Located  in  beautiful  High  I-alls  in  the 

Catskill  Mts.  of  NY  .state. 

2.  1.  H  \\k.  sessions.  |  lighly  (|ualilicd 

.staff.  31st  year.  I'ree  brochure. 


c:ontact:  Hruria  K.  Falik.  I'll. I). 
Camp  Huntington 

56  Bruceville  Roatl 
High  1-all.s,  .\Y  2  i'lO 
(914)  6H7-78.((I 

^  
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The  Helmet 


by  Joni  Pelta 


M 


y  -son  wears  a 
bright  red  helmet 
forfjiihbtection^ 
No,  he's  not  an  .all-pro  line- 
backer; he's  a^^pS^ho.Kaa- 
been  diagncee<i]w2^a^*nSiu^ 
lous  developm^MjpCelay''-^ 
though  medicaJj^^fessionals 
debate  whethel^aj^naaia'^iiSgM 
be  a  more  appropiSfetdesarip^^ 
tion.  Lacking  a'predse' dw^CH 
sis,  Mike  is  simply'' a  three-year-old 
who  is  more  cluinsjcihan  the  norm.  . ..  . 

I've  liad  a  love/hate  relationship 
with  the  helmet  From  the  start.  At  first. 
I  re.sented  the  tact  that  Mike  needed 
to  wear  one  at  all.  The  First  pla.stic 
ones  the  physical  therapist  showed 
me  looked  .so  clinical  and  strange. 
They  were  al.so  inappropriate  For  our 
humid  .southern  climate.  Mike  would 
sweat  proFusely  whenever  he  wore 
his  new  headgear. 

We  shopped  around  in  many  toy 
and  bike  shops  to  Find  just  tht  right 
helmet.  For  a  Few  months,  he  wore 
one  that  seemed  to  need  adjusting 
even.'  time  he  sneezed.  AFter  Further 
experimentation,  we  bought  the  hel- 
met he  now  wears.  Despite  its  star- 
tling red  color,  it  is  more  Forgiving 
and  needs  less  attention  than  any 
other  we'd  tried. 

Like  mo.st  parents.  1  hated  the 
idea  ol  my  child  needing  any  siieciai 
e((uipment  that  would  instantly  allow 
him  to  he  hiheled  as  'diFFerent  '  or 
iiaving  "special  needs."  While  a  hel- 
met is  not  as  obvious  an  aid  as  a 
'■"■elchair  or  hearing  aid.  there  still 
t  many  children  toddling  around 
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Mike  P^xoorks  on  an  art proiea  at  school 


with  one.  I3ut  after  Mike  Fell  again.st  a 
glass  table  at  the  bank  and  needed  12 
stitches,  my  husband  and  1  decided 
the  protection  his  helmet  provided 
was  more  important  than  the  stares, 
questions  and  comments  it  elicited. 

When  strangers  at  restaurants  and 
other  public  places  would  ask  about 
the  helmet,  my  responses  ranged  From 
simple  explanations  oF  Mike's  situa- 
tion to  outright  rudene.ss.  I  wondered 
whether  people  using  wheelchairs, 
walkers  or  other,  more  standard  aids 
got  as  many  Foolish  questions  as  we 
did.  and  why  strangers  Felt  they  had 
the  right  to  know  everything  about 
my  child. 

I  remember  the  time  when  just  as 
someone  asked  about  the  hehnet, 
.Mike  tripped  over  a  nonexistent  piece 
oF  dirt  and  Fell  to  the  floor.  "I  can  .see 
why  he  needs  it!"  one  oF  them  said, 
and  they  all  laughed.  It  bothers  me 
enough  that  he  needs  the  helmet,  but 
.stupid  comments  like  this  hurt  a  lot 
al.so. 

These  days  I  have  a  more 
.is.sertive  attitude  about  handling  situa- 


tions with  the  helmet.  Last 
month,  I  took  Mike  and  his 
brother  to  a  local  indoor  play- 
ground that  had  slides,  ball  pits 
to  jump  in,  and  mazes  to  climb 
through.  We  were  having  Fun 
until  an  employee  approached 
us.  Another  patron  had  com- 
plained that  the  helmet  had 
"bumped"  her  child  and  the 
manager  wanted  me  to  either 
remove  the  helmet  or  else  "watch 
Mike  like  a  hawk.  "  As  iF  1  don  t 
always  watch  Mike  as  careFuUy  as  1 
can  when  I'm  in  these  places! 

Would  a  place  like  this  ask  a  per- 
son with  a  walker  to  get  rid  of  it? 
Would  they  tell  a  child  with  a  hearing 
aid  to  take  it  oFF?  I  was  so  stunned 
that  it  was  ten  minutes  beFore  1  recov- 
ered enough  to  ask  iF  I  could  speak  to 
the  manager,  only  to  be  told  that  he 
or  she  had  left.  1  was  too  angry  to  just 
leave  and  p  etend  the  incident  had 
never  happened.  When  1  got  home.  I 
wrote  the  manager  a  letter.  Later,  I  got 
a  veiy  sincere  letter  of  apology  with 
some  gift  certificates  for  a  return  visit. 

Not  c\ery  situation  invoKing 
.Mike's  helm  .'t  has  been  hurtful.  We've 
learned  to  keep  our  sense  of  humor. 
Once,  when  asked  about  Mike's  hel- 
met at  synagogue,  I  replied  that  he 
wore  it  in  lieu  of  a  yarmulke.  This 
explanation  was  accepted  with  no  fur- 
ther ([ucstions. 

Then  there  was  the  time  our  fami- 
ly was  out  shopping  for  a  new  car. 
The  .salesman  kept  peering  at  Mike.  I 
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The  Answer  To  All 
YourMobmyNeeds. 


ENTERVAN^ 


VAN  LIFTS 


A 
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1^800-THE  LIF 

1'  O   Ho    I'll   V-  >.  I.   Ill  1'  'I'". 
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INFORMATIONAL  FORUM 

E  T  W  O./Rfl 

Information  from  The  National  i^arent  Network  on  Disabilities 

THE  NATIONAL  PARENT 
NETWORK  ON  DISABILITIES 
BOARD  OF  DIRECTORS 

>  Carol  Blades,  Special  Education  Action 
Committee  (SEAC),  IVIobile,  AL 

•  Richard  Burden,  IN*SOURCE,  South 
Bend,  IN 

•  Joanne  Butts,  Washington  PAVE, 
Tacoma,  WA,Vice  President,  NPND. 

>  Amparo  Crespo  DeCastro,  Asociacion 
de  Padres  Por  Bienestar  de  Nifios,  Im- 
pedidos  de  PR,  Inc.,  Rio  Piedras,  PR 

•  Connie  Curtin,  Vermont  Parent 
Information  Center,  Winooski,  VT 

•  Diana  Cuthbertson,  Statewide  Parent 
Advocacy  Network  (SPAN), 
Westfield,  NJ,  President,  NPND. 

•  Christine  Davis,  Parent  Union  for 
Public  Schools,  Philadelphia,  PA, 
Treasurer,  NPND, 

•  Kathryn  Erickson,  Pathfinder  Services 
of  North  Dakota,  IVIinot,  ND 

•  Paula  Goldberg,  PACER  Center, 
Minneapolis,  N/IN 

•  Sweet  Alice  Harris,  Parents  of  Watts, 
Los  Angeles,  CA 

•  Connie  Hawkins,  Exceptional  Children's 
Assistance  Center  (ECAC),  Davidson, 
NC,  Past  President,  NPND. 

•  Bonnie  Johnson,  Arkansas  Parent 
Support  and  Information  Network, 
Little  Rock,  AR 

•  Joan  Kilbum,  MATRIX,  A  Parent 
Network  &  Resource  Center,  San 
Rafael,  CA 

•  Sue  Pratt,  CAUSE,  Lansing,  Ml, 
Vice  President,  NPND. 

•  Pam  Steneberg,  Disability  Rights 
Education  &  Defense  Fund,  Berkeley, 
CA,  Secretary,  NPND. 

•  Patricia  Smith,  Executive  Director,  NPND 


Next  Page: 

•  One  Childs  Profile  by  Anne  Lauritzen 

•  "All  Children  Belong"  to  Hold 
National  Teleconference 

I'or  inlumiiiliun  .ilxml  tin.'  M'NI).  pk'.isf  wiili': 
Tlu-  Nalidiial  I'aR'iil  Nolwoik  on  Disabililk's. 
1(1(10  I'ritHv  Slavl.  Mc.  IIS.  Alcxanilria.  \  A  22.-(l  l 
or  tall  CO.M  ()Hi-(r(i,V 
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Health  Care  Reform  Misses 
Persons  with  Disabilities 


hy  Lariy  Searcy 
Director  of  NPND 
Ciovernment  Nelatioii.'i 

Currently,  the  Clinton  licaltli  care 
reform  proposal  does  not  adequately 
address  the  needs  of  children  or  adults 
with  disabilities.  This  omission  has 
been  admitted  by  Judy  Feder,  Deputy 
Assistant  Secretary  of  the  Department 
of  Health  and  Himian  Services  in  testi- 
mony before  the  Senate  and  pointed 
out  by  Dr.  C.  Everett  Koop.  former 
U.S.  Surgeon  General,  in  remari\s  he 
recently  made. 

We  must  make  our  concerns 
known  to  the  Congress  as  never 
before  or  face  the  likelihood  of  a 
national  healtii  care  .sy.stem  that  is  less 
responsive  to  the  needs  of  our  chil- 
dren than  our  current  system. 

Your  members  of  Congress  must 
hear  from  you  now  about  tiie  need  to 
assure  that  people  with  disabilities  he 
included  in  any  plan  of  national  health 
care.  Most  importantly,  they  must  under- 
stand that  we  are  united,  we  have  a 
common  voice  in  Washington,  and  we 
are  closely  watching  what  our 
Congre.sspersons  do  to  respond  to  our 
needs! 

If  ycHir  Congressional  representa- 
tives do  not  hear  from  you,  the 
chances  of  attaining  reform  that  meets 
the  needs  of  people  with  disabilities 
are  slim  to  nonexistent. 

Vihat  to  do: 

•  Meet  with  your  members  of  Cong- 
ress at  their  local  offices. 

He  assertive,  insist  on  seeing  your 
C'oni>ressl)erson  or  Senator  face-to- 
face.  Failing  that,  insist  on  seein}>  the 
local  Chief  of  .Staff. 

•  i'articipate  in  town  meetings,  open 
forums,  hearings,  and  .similar  events 
wiicrc  your  national  politicians  will 
be  present. 

•  W(.)rk  with  other  disability  and  con- 
sumer-oriented groups  (e.g.  family. 


children,  women's,  religious,  profes- 
sional, labor,  and  business  organiza- 
tions) to  .send  a  coordinated  me.ssage 
to  your  elected  politicians. 

addition  to  joint  letteiy  and  meet- 
ings, consider  staging  pnhlic  erents 
like  consumer  hearings  around  your 
state  that  highlight  the  health  needs 
of  persons  with  disahilities.  Whatever 
so)1  of  evoits  you  plan,  aim  cit  gain- 
ing coverage  in  the  local  press. 

•  Contact  your  physician  and  related 
health  professionals  and  solicit  their 
support.  Ask  them  to  comnumicate 
with  their  professional  organizations 
in  support  of  services  needed  by 
children  and  adults  with  di.sabilities. 

•  Prepare  personal  stories  about  the 
importance  of  health  care  and  long- 
term  .ser\'ices  reform.  Tell  your  real- 
life  horror  stories  about: 

"J^  Non-treatment  of  health  condi- 
tions or  about  di.scriniination  in  the 
present  health  care  sy.steni; 

Impoverishment  or  other  .severe 
financial  circumstances  stemming 
from  costly  health  insurance  premi- 
ums, high  medical  expenses  or 
unfair  existing  in.surance  practices; 

»*'  Work  disincenti\'es  resulting  in 
continued  unwanted  dependency  on 
public  assistance. 

•  Write  and  encourage  others  to  write 
letters  or  op-ed  articles  for  the  local 
paper  on  the  health  care  experiences 
and  needs  of  people  with  disabilities. 

What  to  Say: 

1.  People  with  disabilities  and  those 
who  work  with  and  care  about  them 
want  health  care  reform.  Reform 
must  be  accomplished  now!  It  can- 
not be  put  oiV. 

2.  Access  to  high  cjuality  health  care  is 
the  right  of  all  Americans,  including 
people  with  disabilities. 

,^.The  minimum  acceptable  health  care 
benefits  package  must  be  compre- 
hensive and  incUidc  hahilitaiive  and 
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rc'lniliilitatixx-  tticrapics,  customized 
duraliie  nicdiciil  (."C|uipim.'iit.  lionie 
heiiltli  services,  mciital  liealth  and 
sulistaiice  abuse  services — witliout 
arbitraiy  caps  or  limits. 

4,  Long-term  services  and  personal 
assistance  serv  ices  must  he  a  part  of 
the  henefits  package. 

T,  Discriminatory  practices  such  as 
pre-existing  condition  exclusions 
must  he  eliminated.  The  health  care 
system  must  comply  with  the 
Americans  with  I^isahilities  Act 
(ADA)  and  Section  S04  of  the 
Rehabilitation  Act, 

6.  Consumer  invoKenient  must  be  a 
part  of  the  system.  The  system  must 
ha\e  bu  It-in  consumer  protections 
and  c|uaiity  assurance  mechanisms 
to  ensure  that  people  with  disabili- 
ties get  the  services  that  they  need, 

7.  People  must  not  lose  access  to  .ser- 
vices that  they  presently  have  either 
through  private  coverage  or 
.Medicaid, 

8.  A  full  array  of  prevention  .^^ervices 
such  as  luirly  Periodic  Screening 
Diagnosis  and  Treatment  must  be 
kept  in  place.  W'e  must  also  keep 
Medicaid  .services  that  are  often  uti- 
lized in  conjunction  with  Pan  II  .ser- 
vices or  supportive  .sen  ices  provided 
in  conjunction  with  Individual-ized 
Hducation  Plans  mandated  in  IDEA. 

9.  Identify  yourself  as  a  member  of  or 
as  supporting  the  National  Parent 
Network  on  Disabilities,' 

Please  do  your  part  to  make  health 
care  and  long-term  services  a  reality. 
Let  s  make  sure  that  our  children  and 
adult.s  with  disabilities  are  not  left  out 
of  legislation  that  will  impact  us  for  the 
next  tw  enty  years  or  nK)re! 

•  li\a'ipk'tl  from  tin  'XI'M)  cilcil  "  sent  ta 
M'.M)  iiiciillicis  on  lk'iciiil>cr  IS.  I99.i. 
The  full  cili'H  (intl  the  M'.M)  -I'llnciplc-i  of 
Ik'cillb  (MIX'  Kcfonii  "  ciiv  (n'dildhlc  to  all 
XI'.M)  iin'iiilH'rs.  This  iiifoniiiilioii  ;;v/,s' 
hciscd  on  ciciia  conipihd  hy  Ibc  Coii^ttiiliinn 
forC'itizcn.s  with  Distihilitic^. 


Networking  is  information  from  the  National 
Parent  Network  on  Disabilities,  The  Network 
is  a  memfcjership  organization  open  to  all 
agencies,  organizations,  parent  centers,  par- 
ent groups,  professloncls,  and  all  Individuals 
concerned  with  the  quality  of  life  for  people 
with  disabilities. 

Patricia  M.  Smith         Executive  Director 
^«     K.Hawkins  Editor 

ERIC 
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.My  son  Drew,  now  18  years  old.  was 
born  with  spina  bifida.  Hecau.se  of  the 
spina  bifida.  Drew  has  neurological, 
orthopedic,  urological,  liearing  and 
cognitive  impairments.  He  is  para- 
lyzed below  the  waist  and  uses  a  cus- 
tomized wheelchair.  Five  to  six  doc- 
tors are  recjuired  to  maintain  Drew's 
health.  At  least  two  of  his  specialists 
are  located  in  another  .state, 

Drew  s  medical  needs  have  forced 
our  family  to  put  him  on  the  compre- 
hensive health  insurance  policy  that 
Nebraska  has  developed  for  those  with 
pre-existing  conditions  who  have  not 
been  able  to  obtain  other  insurance. 
Drew's  current  policy  serves  his  basic 
needs — other  than  that  we  pay  a 
5120.00  per  month  premium  just  for 
him,  and  the  insurance  company  con- 
tinues not  to  understand  how  his 
unicjue  medical  needs  differ  from  tlio.se 
of  the  generally  healthy  population. 

Becaii.se  we  have  clio.sen  this  pol- 
icy for  Drew  we  caimot  access  the 
Medicaid  .sy.stem.  We  could  drop  this 
policy  and  get  him  covered  by 
Medicaid,  but  then  we  would  be  le.ss 
able  to  take  Drew  to  the  out-of-.state 
specialists  he  needs.  It  puts  us  in  a 
continuous  dilemma  regarding  the 
best  care  for  him  and  its  continuing 
costs.  W'e  incur  many  costs  every 
month  that  are  never  co\er>.'d  by  his 
current  insurance  policy  but  might  be 
cov  ered  by  Medicaid. 

As  I  read  the  information  about 
health  care  reform  in  the  newspaper 
and  from  disability  coalitions,  it  seems 
that  the  plan  does  not  address  the 
need  for  specialized  health  care  for 
many  citizens,  particularly  tlio.se  with 
disabilities,  I  am  disturbed  that  the 
plan  .still  has  an  acute  care'in.stitution- 
al  bias  and  does  not  place  enough 
emphasis  on  family,  home  and  ci)m- 
munity  services,  (^iiverage  must  go 
beyond  the  illness  and  injuiy  perspec- 
tive to  include  th.ose  with  congenital 
conditions  and  aging.  Persons  with 
physical  clisaiiilities  do  not  improve  in 
their  functions  to  a  point  of  wellness, 
but  tlie\  need  maintenance  and  reha- 
bilitative services  and  supports  in 
oriler  tc.  function  in  the  community. 

To  maintain  his  health,  health 
care  reforni  must  give  Drew  a  plan 
that  is  leased  on  his  needs — he  will 
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need  long-term  care  in  the  home  and 
community.  He  will  need  home  sup- 
ports, access  to  specialists  in  other 
states,  access  to  physicians  that  have 
specialized  knowledge  about  his  dis- 
ability, physical  and  occupational 
therapy,  hearing  aids  covered  by 
insurance  and  customized  equipment, 

I  support  universal  access  for  all 
citizens,  with  no  pre-existing  concii- 
ticjn  exclusions:  the  guaranteed  ccjm- 
preliensive  benefit  package:  portabili- 
ty and  the  recognition  that  long-term 
care  is  a  crucial  component. 


"All  Children  Belong" 
to  Hold  National 
Teleconfere^ice 

"All  Children  Belong."  a  national 
inclusion  awareness  and  training  pro- 
gram supported  by  the  DeWitt 
Wallace-Reader's  Digest  Fund,  will 
hold  its  first  national  teleconference 
training  event  on  March  9,  1994.  The 
three-hour  session — Liirrently  sched- 
uled to  begin  at  1:30  p.m.  F,ST — will 
focus  on  providing  an  overview  of 
supported  inclusive  education  and 
c\)mmimity-vvide  supported  inclusion. 
Participating  project  sites  will  be  able 
to  interact  with  the  national  "Al! 
Children  Belong"  training  .staff. 

If  you  are  interested  in  gaining 
access  to  the  teleconference  please 
contact  Larry  Searcy  at  the  National 
Parent  Network  on  Disabilities  (""03- 
68-1-6763). 


"  v  -.if  ■  ■  % 

\ 

^  W 

XI'XD  Exi'Ciilitv  Din'Clur  I'cilricia  McCUll 
Smith  was  inducted  into  tlw  f'it>fivsioncils 
(iffcrinfi  Vi'oih  l-m/>loymcnt  licsonniv  for 
I'crsons  irith  IVsdhHitii's  (I'OWTK.Si  I'lcdl 
of  I'dini'.  'Ihis  honor  oime  in  iva>f>ni:ion 
ofhcrlifcdonfi  scii'iiv  to  childivn  ii-ith  dis- 
abilities and  their  ftimilies. 
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I  otionol  Mobility  Corp 


THE  EQUALIZER  I  Here's  the  top  selling  1 993 
Dodge  Grand  Caravan,  elegantly  appointed  and  fully 
accessible.  Easy-entry,  lowered  floors  eliminate  the 
need  for  a  lift.  Choose  manual  or  automatic  ramp,  air 
kneel  options,  choice  of  seating  arrangments...and 
the  quality  you  expect  from  Chrysler.  $500  Chrysler 
P-CmP  rebate  available  to  qualified  buyers. 


THE  EQUALIZER  ADA  Now  for  the  individual 
who  sits  tall  in  their  wheelchair,  we  would  like  to 
introduce  our  Raised  Steel  Roof  Van.  The  same  quality 
you  have  come  to  expect  from  our  Equalizer  I,  with  a 
56 1/2"  door  height  and  61"  of  interior  headroom. 


3000B  WindtorCt. 
P.O.  Box  4525 
akhart,  IN  46514 


xx/xx/xx 

Mr.  or  Mrs.  Public 
Any  Street 
Hometown,  USA 

Dear  Mr.  or  Mrs.  Public: 

Thank  you  for  responding  tc  our  advertisement  in  tne  Exceptional 
Parent  magazine.  Now  you  can  transport  your  son  or  daughter  in  a 
vehicle  that  drives  like  an  automobile  and  fits  in  any  standard 
garage.  We  promise  to  make  the  purchase  of  your  new  vehicle  as 
convenient  as  possible. 

Below  is  a  quote  on  the  van  you  inquired  about: 
Equaliser  I 

Total  Price  $27,962.00 

1993  Dodge  Crand  Caravan  with  Power  Windows  and  Locks. 
Conversion  ;ncludes: 

Pnysicai.-.y  CViallenged  Accessible  Conversion 
(Lowering  of  Floor  10") 

Quick  Release  Passenger  Seat 

Manual  Aluminum  Swing-away  Ramp 

Wheelchair  Tie  Down  Points 

Tie  Down  Securement  System  (1) 

33"  Seatbelt  Extension  (1) 
If    '.  ou    would    prefer    '.he  Dodge    Caravan    (short    Wheelbase)  please 
dsd'jct  $1600.00. 

•Above  price  is  F.O.B.  Elkhart,  Indiana.  Delivery  to  your  home  is 
ava  i lable . 

••Chrysler  P-CAP  Rebate  of  $500.00  to  be  sent  directly  to  you 
after  delivery  of  vehicle. 

Thank  you  again    tor    your    interest    in  our  products.     Under  normal 
circumstances,   a  deposit  of  20%  is  due  upon  placement  of  order. 
Please  contact  us  at  our  800  number  listed  below  with  your  order. 

jlith  Kind  Regards 


David  A.  Baxtt-r 
Director  Retail  SalOo 


er|c| 


FACTORY  DIRECT  SAVES  YOU  THOUSANDS! 

Financing  Available  through  Chrysler  Credit. 
Ask  about  our  rental  programs. 

1'806^528'3769 


ational  Mobility  Corp. 
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Winston  Cluiichill.  Albert  Kinstein 
and  Mans  Christian  Anderson  had 
learning  disabilities.  Some  children 
with  LD  have  that  kind  of  potential — 
some  are  talented  or  gifted — but 
almost  all  are  thought  at  one  time  or 
another  to  be  lazy  and  imniotivated. 
Or  retarded. 

By  definition  they  are  no\.  retard- 
ed! Learning  disability  is  a  specific 
diagnosis.  It  includes  the  presumption 
of  normal  or  better  intelligence.  It 
requires  remediation  based  on  that 
presumption.  For  an  authority  like 
Exceptional  Parent  to  use  "Oown  syn- 
drome"" and  "learning  disability  "  inter- 
changeably alters  tiiat  presumption. 

This  really  is  not  about  labeling.  It 
is  about  differential  diagnosis.  1  am 
proiiably  especially  sensitise  to  this 
because  our  three  sons  had  needs  so 
like  and  so  iDilike  those  of  his  broth- 
ers. We  had  to  strive  constantly  to  find 
what  was  best  for  each  of  them  indi- 
vidually— always  with  the  prayer  that 
if  we  came  as  close  as  we  could  to 
making  right  decisions  for  each  one, 
the  impact  on  the  wht)le  family  would 
be  right,  too. 

So,  .M,P.  of  Indiana,  when  you  say 
you  re  certain  of  my  motivation,  and 


a.scribe  to  me  a  motive  that's  not  mine, 
I  have  \o  try  again  to  say  it  better. 

V.V.  of  Ohio,  no,  of  course,  kids 
with  learning  disabilities  are  not  more 
valuable.  But  they  are  as  valuable  and 
as  entitled  to  education  specific  to 
their  needs.  I  never  meant  that  "tho.se 
with  cognitive  de\'elopmental  delays 
are  less  de.ser\'ing  of  .sen  ice,'"  but  the 
truth  is  that  they  have  had  much  more 
ser\'ice  for  many  more  years  than  chil- 
dren with  learning  disabilities. 

E.P.K.  of  New  York.  I  lo\  ed  read- 
ing that  your  .son  will  graduate  from 
high  school  with  a  "full  academic 
diploma!"  I  lo\c  that,  but  I  would  not 
l()\e  him  more  than  I  d  lo\e  those 
who  never  learn  so  much.  As  our 
child  s  retardation  became  more  and 
more  profound,  our  lo\'e  grew  and 
grew.  You"re  right,  it  .s  not  about  "an 
IQ  number." 

P.B.  of  Georgia  thought  my  remarks 
insensitive  and  based  on  ignorance.  I 
hope  I  m  neither.  I  ha\e  known  many 
children  with  Down  syndrome  and  read 
of  e\  en  more.  In  all  the  years  Tve  sub- 
scribed to  Exceptiona!  Paroit.  my  favo- 
rite article  was  one  called  "Proof  of  the 
Pudding."'  a  mother  s  .story  of  a  beautiful 
and  accomplished  little  girl  who  had 
Down  .syndrome  (May/Iiine  1974). 


That  was  my  favorite,  though  I 
have  twice  been  published  in 
Exceptional  Parent  myself.  "Loving  a 
Special  Child,"  about  my  elde.st  son. 
was  reprinted  in  Readers'  Difiest. 
"'Tribute  \o  a  C  Student."  about  my 
son  with  learning  disabilities,  has 
been  reprinted  in  a  lot  of  school 
newsletters. 

Tor  many  years  I  ha\e  been  \()1- 
imteer  editor  of  Our  Kids  magazine 
for  the  Parent  Section  of  the 
Alexander  Graham  Bell  Association 
for  the  Deaf.  I  ha\e  done  everything 
r\e  known  to  do  to  make  things  bet- 
ter for  my  children — and  yours.  I 
always  thcjught  my  biggest  contribu- 
tion had  been  writing  about  our  chil- 
dren, so  it  s  ironic  that  I  could  not 
write  a  letter  to  the  editor  without 
offending  those  with  whom  I  feel  I 
share  the  most. 

I  hope  that  the  five  who  wrote 
(and  any  other  readers  who  were  hurt 
by  what  I  wrote)  .vill  understand  now. 
If  I  still  ha\'en't  made  my  point.  I 
hope  you'll  forgiv  e  me.  I  never  meant 
to  hurt  you  or  your  children. 

Ph ) 'His  Feiheli nan 
.?6J  7  Lon}>t  lew  Lane 
Mobile  AL  A6608 
(Same  and  address  printed  by  request) 
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315-443-3851 


Circle  «156 


STROLL  Into 
A  New  World 


Not  only  can  you  take  your  child  to 
places  you  both  would  like  to  go,  our 
SPECIAL  NEEDS  STROLLER  PACK 
will  give  your  child  a  whole  new  outlook, 


A  Way  of  Life 
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1  800-487-9652 
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POSITIONING 


Purchasing  Seating  Equipment: 

Tips  for  Parents 


Many  cliildR-n  with  pln'sical  disabilities  need  assistance  in  order  to  best  use  tlieir 
abilities  and  be  comfortable  wiiile  lying  down,  sitting  or  standing.  Positioning 
refers  to  the  process  of  establishing  the  most  effecti\e  way  to  assist  such  a  chilci. 
When  properly  positioned,  a  child  has  the  po.stural  support  needed  to  interact 
with  people  and  activities  without  being  concerned  with  losing  balance  or  falling 
and  has  better  control  of  bod\-  mcnements.  Proper  ix)sitioning  can  imprcn  e  circu- 
lation, breathing  and  digestion.  It  may  also  pre\  ent  .some  bone  deformities,  mu.scle 
problems  and  skin  problems. 

This  article  focu.ses  on  buying  ec|uipment  for  .seating.  Accordingly,  the  terms 
".seating-'positioning  equipment"  or  "sy.steni  "  will  be  used.  The  buying  guidelines 
in  this  article  al.so  apply  to  other  types  of  positioning  equipment.  Choo.sing  the 
best  .seating,  positioning  .sy.stem  for  a  child  requires  time  ancl  effort,  but  it  is  time 
well  spent.  Here  are  .some  tips  that  can  help. 

Adopt  a  team  approach  when  considering  equipment  choices.  In  addition  to 
parents  ancl  child,  the  team  may  consist  of  an  occupational  therapi.st  and.  or  physi- 
cal therapi.st.  a  technical  person  such  as  a  rehabilitation  engineer,  a  physician 
knowledgeable  about  positioning,  and  an  adaptive  medical  equipment  dealer. 
Teachers,  .social  workers  or  rehabilitation  nurses  may  al.so  make  u.seful  sugges- 
tions. The  team  approach  should  be  an  ongoing  process,  as  there  is  always  new 
knowledge  and  ecjuipment  available  that  may  help  your  child. 

For  .some  children,  readily  a\  ailable  .seating  sy.stems  can  be  adapted  to  meet 
the  child  s  specific  needs.  The  companies  listed  at  the  end  of  this  article  are 
sources  for  such  systems.  For  other  children,  however,  highly  indi\  idualized  .sys- 
tems may  need  to  be  created;  .some  clinical  .settings  are  eijuipped  to  create  these. 

Medical  equipment  dealers  will  often  lie  glad  to  gi\  e  names  of  other  parents 
as  references.  This  can  be  helpful,  but  remember  that  what  works  for  one  child 
may  not  nece.s.sarily  work  for  yours.  F.\er\'  child  is  a  uniciue  indi\idual.  and  is  like- 
ly to  have  different  positioning  .leeds. 

If  the  equipment  is  ccnered  l)y  health  insurance.  Ix-  sure  to  re\  iew  the  insurance  compa- 
ny's contract  w  ith  the  manufacturer  or  the  adaptive  medical  e(|uipment  dealer.  Sometimes, 
insurance  companies  have  contracts  with  some  manu.'acturers  and  not  others.  Accordingly, 
there  could  be  problems  w  ith  payment. 

Before  purchasing  equipment,  be  sure  you  and  your  child  can  te.st  it  out  on  a  trial  basis. 
Also,  make  sure  the  dealer  and  or  clinician  is  w  illing  to  provide  training  and  follow-up  for  par- 
ent.s,  other  key  adults  and  the  child.  ^X'hen  ordering  ec|uipnient  from  a  specific  manufacturer, 
deal  with  the  manufacturer's  authorized  local  su|-)plier.  as  this  w  ill  simplify  your  relationship 
witli  the  company  you  choo.se. 

Mo.st  manufacturers  offer  cu.stom-made  model.s — if  your  child  needs  one,  make  sure  parts 
and  repair  are  easily  a\ailable.  Make  sure  the  product  offers  a  warranty,  and  .see  if  it  can  be 
reixiired  localK'.  Al.so,  consider  leasing  or  renting  a  sy.stem,  especially  if  the  child's  condition  is 
expected  to  change. 

Be  cautious  alxjut  nuilti-purpo.se  products  (i.e..  commode  shower  chair  wheelchairs)  that 
perform  many  functions  but  none  as  well  a.s  a  product  designed  foi  a  specific  application. 

Above  all.  ask  (juesiion.s — about  anything  that  may  come  to  mind.  Here  are  .some  fre- 
(|uently  voiced  concerns: 

•  Addptahility.  The  .seating  positioning  .sy.stem  should  fit  perfectly'  at  the  fir.st  u.se.  but  will  it  be 
able  to  grow  with  your  child?  As  your  child's  skills  e\()Kv.  can  the  chair  be  adapted  without 
co.stly  new  part.s?  l'(|uipnient  can  lie  e.<pcnsi\  e;  consider  the  priie  spread  out  over  years  of  u.se. 

jj^  ^  Q  coiitimwd  oil  pcif>e  50 


Positioning  Aid  Chair, 
Consumer  Care  Products, 
Inc.,  Sbieboygan ,  W7. 
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Positiajiing  &  Seating  Directoi-y 


The  following  list  of  seating/positioning  equipment 
manufactu  rers  was  provided  by  ABLEDATA,  an 
Assistive  Technology  database  located  at  the  National 
Rehabilitation  Infonnation  Center  (NARIC).  For  more 
information,  contact  ABLEDATA,  8455  Colesville  Rd., 
Ste.  935,  Silver  Spring,  MD  20910-3319,  (800)  227-0216. 


Accu-Back 

1475  E  Del  Amo  Blvd 
Carson,  CA  90745 
(800)  272-8888 

Accumec 

32  Race  St 

San  Jose,  CA  95126 

(408)  294-3100 

Adamin 

39  Haven  Ave 
Bergenfield,  N J  07621 
(800)  833-3725 

adaptAbility 

PO  80x515 

Colchester,  CT  0641 5-051 5 
(800)  243-9232 

Adaptive  Engineering  Lab 

4403  Russell  Rd,  BIdg  2A,  Unit  3 
Mukllteo,WA  98275-5018 
(800)  327-6080 

Adaptive  Products 

6938B  N  Ralntree  Dr 
Milwaukee,  Wl  53223 

(414)  353-9196 

Alagold 

1920S  Court  St 
PO  Box  4959 
Montgomery,  AL  36103 
(205)  834-6900 

Alimed 

297  High  St 
Dedham,  MA  02026 
(800)225-2610 

American  Ergonomics 

200  Gate  Five  Rd,  Ste  21 5 
Sausalito,  CA  94965 

(415)  332-5635 

Apar 

95  Rantoul  St 
Beverly,  MA  01915 
(508)  927-9234 

Back  Ease 

PO  Box  5283 
Louisville,  KY  40205 
(502)451-0394 

Backsaver  Products 

53  Jeffrey  Ave 
Holliston,  MA  01746 
(617)  429-5940 

Bailey  Manufacturing 

118  Lee  St 
LodI,  OH  44254 
(800)  321-8372 

Bauerfaind  USA 

1590  N  Roberts  Rd  #J14 
Kennesaw,  GA  30144-3679 
(800)  423-3405 

Bell-Hom 

451  N  3rd  St 
PO  Box  3408 
Philadelphia,  PA  19123 
0  '23-4518 
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Bodycare 

31 5  Gilmer  Ferry  Rd 
Ball  Ground,  GA  30107 
(800)  858-9888 

Bodyline  Comfort  Systems 

3730  Korl  Rd 
Jacksonville,  FL  32257 
(800)  874-7715 

C  F  Wood  Industries 

7021  W  Augusta  Ave,  Ste  108 
Glendale,  AZ  85303 
(602)  939-0570 

Canadian  Posture  &  Seating 
Center 

Invacare,  1 5  Howard  PI 
PO  Box  1473,  Station  C 
Kitchener,  Ontario  N2G  4P2 
(519)  743-8224 

Canadian  Wheelchair  Mfg  Ltd 

1312Blundell  Rd 
MIssissauga,  Ontario  L4Y 1 M5 
(416)275-3960 

Canyon  Products 

10173  Croydon  Way 
Sacramento,  CA  95827 
(800)  221-5499 

Cascade  Designs 

4000  1st  Ave  S 
Seattle,  WA  98134 
(800)  527-1527 

CHS  International 

PO  Box  21067 
550  39th  Ave  NE 
Columbia  Heights,  MN  55421 
(800)  878-4550 

Columbia  Medical  Mfg 

PO  Box  633 

Pacific  Palisades,  CA  90272 

(310)  454-6612 

See  our  ads  on  pgs  27,29. 

Comfort  Med 

609  Interchange  Dr  SW 
Atlanta,  GA  30336-1603 
(800)  527-3626 

Comfy  Back/Evans 

1611  Lincoln  Blvd,  PO  Box  988 
Venice,  CA  90294 
(800)  272-6639 

Commander  Omni  Company 

PO  Box  246 

Garden  City,  NY  11 530 

(800)  645-4704 

Community  Playthlngs/Rifton 
Equipment 

Rt213,  PO  Box  901 
Rifton,  NY  12471-0901 
(800)  777-4244 

Consumer  Care  Products 

POBox  684,  81  ON  Water  St 
Sheboygan, Wl  53082 
(414)  459-8353 


Contour  Fabricators 

PO  Box  56, 4100  E  Baldwin  Rd 
Grand  Blanc,  Ml  48439 
(313)  695-2910 

Convaid  Products 

PO  Box  2458 

Rancho  Palos  Verdes,  CA  90274 

(310)539-6814 

See  our  ad  onpg  14. 

Crazy  Creek  Products 

1401  S  Broadway 
PO  Box  1050 
Red  Lodge,  MT  59068 
(406)  446-3446 

Creative  Rehab  Equipment 

609  NE  Schuyler  St 
Portland,  OR  97212 
(800)  547-461 1 

Custom  Rehab  Equipment 

PO  Box  601 

Powassan,  Ontario  POH  1Z0 
(705)  729-2072 

Danmar  Products 

221  Jackson  Industrial  Dr 
Ann  Arbor,  Ml  48103 
(800)  783-1998 

Dermacare 

7651  National  Turnpike 
Louisville,  KY  40214 
(800)  626-4550 

Double  K  Products 

91 5  W  Lehigh  Ave,  PO  Box  1 087 
Englewood,  CO  80150 
(303)781-4019 

Duro  Med  Industries 

301  Lodi  St 
Hackensack,  NJ  07602 
(800)  526-4753 

Dynamic  Systems 

Rt2,  Box  182B 
Leicester,  NC  28748 
(704)  683-3523 

Elyon 

PO  Box  20548 
Bradenton,  FL  34203 
(800)  435-5484 

Embracing  Concepts 

40  Humboldt  St 
Rochester,  NY  14609 
(800)  962-  5542 

Equipment  Shop 

PO  Box  33 
Bedford,  MA  01730 
(617)275-7681 
See  our  ad  onpg  57. 
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ERGO-EEZE 

PO  Box  82263 
Phoenix,  AZ  85071-2263 
(602)  789-0877 

ETAC  USA 

2325  Parkiawn  Dr,  Ste  P 
Waukesha,  Wl  53186 
(800)  678-3822 

Everest  and  Jennings 

1100  Corporate  Sq  Dr 
St  Louis,  MO  63132-2908 
(800)  235-4661 

Flaghouse 

1 50  North  MacQuesten  Pkvi/y 
Mt.  Vernon,  NY  10011 
(800)  221-5185 
See  our  ad  onpg  60. 

Foam  Products 

4747  Bronx  Blvd 
Bronx,  NY  10470 
(800)  283-4362 

Folio  Products 

1341  Sherman  Dr,  Unit  A 
Longmont,  CO  80501 
(800)  356-4125 

Frank  Stubbs 

4518Vanowen  St 
Burbank,  CA  91505 
(800)223-1713 

Fred  Sammons  Co 

Box  32 

Brookfield,IL  60513-0032 
(800)  323-5  ■17 

Freedom  Designs 

2241  Madera  Rd 
Simi  Valley,  CA  93065 
(800)331-8551 

G  E  Miller 

540  Nepperhan  Ave 
Yonkers,  NY  10701 
(800)431-2924 

Gendron 

400ELugbill  Rd,  POBox  197 
Archbold,  OH  43502 
(800)  537-2521 

George  H  Snyder  Enterprises 

5809  NE21st  Ave 

Fort  Lauderdale,  FL  33308 

(305)  772-6526 

Golden  Fleece  International 

14240  60th  St  N 
Clearwater,  FL  34620 
(800)  562-7326 
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Golden  Technologies 

159  Penn  Ave 
Exeter,  PA  18643 
(800)  624-6374 

Grandmar 

1311  63rd  St 
Emeryville,  CA  94608 

(415)  428-0441 

Gunnell 

8440  State  St 
Mlllington,  Ml  48746 
(800)551-0055 

Hartwell  Medical 

6352  Corte  Del  Abeto  #J 
Carlsbad,  CA  92009-1408 
(800)  633-5900 

Hausmann  Industries 

130  Union  St 
Northvale,  NJ  07647 
(800)  526-0289 

Hermell  Products 

23  Britton  Dr,  Box  7345 
Bloomfield,  CT  06002 
(800)  233-2342 

Homedics 

6841  N  Roctiester  Rd,  BIdg  H 
Rochester  Hills,  Ml  48306 
(800)  333-8282 

IDC  Tectonics  Ltd 

PO  Box  2104  Station  B 

St  Catherines,  Ontario  L2M  6P5 

(416)  684-0609 

Independent  Specialty 

PO  Box  39 

Middle  Haddam,  CT  06456 
(203)  267-9792 

Invacare 

PO  Box  4028, 899  Cleveland  St 
Elyria,  OH  44036-2125 
(800)  333-6900 

J  A  Preston 

PO  Box  89 

Jaci<son,  Ml  49204-0089 

(800)631-7277 

See  our  ad  on  the  back  cover. 

JC&Co 

6670  30th  Ave 
Remus,  Ml  49340 
(517)  967-3418 

J  T  Posey 

5635  Peci<  Rd 
Arcadia,  CA91006 
(800)  423-4292 

Jaeco  Orthopedic  Specialties 

214Drexel,  PO  Box  75 
Hot  Springs,  AR  71901 
(501)  623-5944 

Janice  Invalid  Security  Alert 
Systems 

7218  Lanai 

Long  Beach,  CA  90808 
(310)421-3367 

Jay  Medical  Ltd 

PO  Box  18656 
Boulder,  CO  80308-8656 
(800)  648-8282 
v..  adonpgS. 
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Kaye  Products 

lOIOEPettigrewfSt 
Dur^,am,  NC  27701 -4299 
(919)  732-6444 

Kendall-Futuro 

1  Riverfront  PI,  Ste  900 
Newport,  KY  41071 
(800)933-0210 

Kennedy  Krieger  Institute 

707  N  Broadway 
Batimore,  MD  21205 
(410)550-9000 
See  our  ad  on  pg  9. 

KidKar. 

126  Rosebud  St,  #1 
Belgrade,  MT  59714 
(406)388-1080 

Labac  Systems 

8955  S  Ridgeline  Blvd,  Ste  A 
Highlands  Ranch,  CO  801 26 
(800)  445-4402 

Laurel  Designs 

5  Laurel  Ave 
Belvedere,  CA  94920 
(415)435-1891 

Les  Equipements 
Adaptes/Physipro 

783  rue  Longpre 
Sherbrooke,  Quebec  JIG  4S8 
(819)  823-2252 

Lossing  Orthopedic 

777  Harding  St  NE,  Ste  M-4 
PO  Box  18298 
Minneapolis,  MN  55418 
(612)331-3985 

Loyal  LaPlante  Supply 

6702  E  11th  St 
Tulsa,  OK  74112 
(918)  835-6381 

Lumex 

100  Spence  St 

Bay  Shore,  NY  11 706-2290 

(800)  645-5272 

Luxury  Liners 

14747  Artesia  Blvd,  BIdg  D 
La  Mirada,  CA  90638 
(800)  247-4203 

Maddak 

6  Industrial  Rd 
Pequannoci<,  NJ  07440 
(800)  443-4926 

Maramed  Precision 

2480  W  82nd  St 
Hialeah,  FL  33016 
(305)  823-8300 

McCarty's  Sacro-Ease 

3329  Industrial  Ave 
Coeur  d'Alene,  ID  83814 
(BOO)  635-3557 

Medical  Line  Warehouse 

6130Clari<  CtrAve  #103 
Sarasota,  FL  34238 
(800)  247-2256 
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Midwest  Contracting  & 
Manufacturing 

E  Highway  40,  PO  Box  175, 
WaKeeney,  KS  67672 
(913)743-5460 

Millers  Special  Products 

284  E  Mari<et  St 
Ai<ron,  OH  44308 
(800)  621-2630 

Modem  Healthcare  Concepts 

2303  1st  St,  Holiday  Garden 
Estate 

Newport  &  Richey,  FL  34652 
(813)  846-0194 

Modular  Medical 

151 3  Olmsted  Ave 
Bronx,  NY  10462 

(212)  829-2626 

Motor  Development 

9340  Buell  St 
Downey,  CA  90241 

(213)  862-6741 

Mulholland  Positioning  Systems 

PO  Box  391,  215  N  12th  St 
Santa  Paula,  CA  93060 
(805)  525-7165 
See  our  ad  onpg48. 

NADA  CHAIR 

783  Harding  St  NE 
Minneapolis,  MN  55413-2813 
(800)  722-2587 

New  Directions  International 

9  Butternut— C 
Orchard  Parl<,  NY  14127 
(716)  662-4917 

OPS 

14228  Cherry  Ln  Ct 
Laurel,  MD  20707 
(301)470-3344 

OBUS  Forme,  Ltd 

550  Hopewell  Ave 
Toronto,  ONT  M6E  2S6 
(800)361-io78 

Ohio  Medical  Instrument 
Company 

3924  Virginia  Ave 
Cincinnati,  OH  45227 
(513)561-2241 

Olympic  Medical 

5900  1st  Avenues 
Seattle,  WA  98108-3249 
(800)  426-0353 

Ortho  Concepts 

285  Alpha  Pari< 

Highland  Heights,  OH  44143 
(216)449-8222 

Ortho-Kinetics 

W220  N507  Springdale  Rd 
PO  Box  1647 

Waui<esha,  Wl  53187-1647 
(800)  588-7786 

Orthopedic  Physical  Therapy 
Products  (OPTP) 

PO  Box  47009, 3700  Annapolis  Ln 
Minneapolis,  MN  55447-0009 
(800)  367-7393 


Orthopedic  Products 

10381  W  Jefferson  Blvd 
Culver  City,  CA  90232 
(310)202-7766 

Ostergaard  Enterprises 

PO  Box  15268 
Fresno,  CA  93702 
(209)  275-4695 

Otto  Bock 

3000  Xenium  Ln  N 
Minneapolis,  MN  55441 
(800)  328-4058 

Parker  Sales 

285  N  Amphlett  Blvd 
San  Mateo,  CA  94401 
(415)344-4550 

PCP  Champion 

PO  Box  125 

Ripley,  OH  45167-0125 

(800)  888-0867 

Pillow  Place 

1940  Moores  Mill  Rd  NW 
Atlanta.  GA  30318 
(80C)  832-2022 

Pin  Dot  Products 

6001  Gross  Point  Rd 
Niles,  IL  60648-4027 
(800)451-3553 

Posture  Support  Mfg 

5907  Harper  Rd 
Solon,  OH  44139 
(216)248-9086 

Prospect  Designs 

1 1  Prospect  St 

New  Hartford,  CT  06057 

(203)  379-7858 

PyramirJ  Rehabilitation 

4993  Southern  Ave 
Memphis,  TN  38117 
(800)962-7615 

Quickie  Designs 

2842  Business  Pk 
Fresno,  CA  93727 
(800)456-8168 

R  &  H  Adaptive  Equipment 

PO  Box  175 
Thompson,  lA  50478 
(800)  255-6956 

Raymo  Products 

212  S  Blake 
PO  Box  248 
Olathe,  KS  66061 
(913)782-1515 

RE  TEC— Rehabilitation 
Technologies 

121  Haven  Ridge 
Peachtree  City,  GA  30269 
(404)351-4486 

Rehab  Centre  for  Children 

633  Wellington  Cres 
Winnipeg,  Manitoba  R3M  0A8 

(204)  452-4311 

Rehab  Equipment  Systems 

202  Westlake  Ave  N 
Seattle,  WA  981 09 
(206)624-3123 
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Free  Product  &  Service  Information 


A  SPECIAL  SERVICE  FOR  EXCEPTIONAL  PARENT  READERS!  This 
Reply  Card  enables  you  to  receive  FREE  information  about  products  and 
services  seen  in  Exceptional  Parent. 


How  to  use  this  service: 

1 .  Locate  the  number  at  the  bottom  of 
each  ad  or  Product  &  Service  listing  or 
refer  to  the  Directory  of  Advertisers. 

2.  Circle  the  numbers  on  the  Reply  Card 
that  correspond  to  the  companies  or  prod- 
ucts about  which  you  would  like  to  receive 
free  literature. 


3.  Fill  In  your  name  and  address  on  the 
card  and  mail  the  postage-paid  card.  You 
will  receive  free  literature  from  each  com- 
pany for  which  you  circled  a  number. 

4.  If  both  Reply  Cards  have  been  removed 
from  this  issue,  just  call  or  write  to  the 
companies  directly.  Be  sure  to  tell  them 
you  saw  their  ad  in  Exceptional  Parent! 


A  FULLY  INTEGRATED  SYSTEM  WITH 
POSTURAL  SUPPORT,  MOBILITY,  GROWTH 
POTENTIAL  AND  TRANSPORTABILITY! 


THE  MULHOLLANDGROWTH  GUIDANCE  SYSTEM™ 
•Interactive  with  a  Child's  Therapy  Objectives 
•Step  Release  Tilt  in  Space 
•Van/Bus  and  Car  Seat  Transportable 
•Long  Term  Growth  Capability 

'T^si^HS  jot  the  'ZkvelopnieHt  o-j  ^utxctiotxoL  Skills 

Mulholland  i'??'V'L<„n., 

  Santa  Paula,  C  A  93061 

positioning  systems  inc.         ^g^^^  543-4769 

T^rt^r^  Circle  #54 


Agveniscr 

AulmlBS  expo 

vW 

ffy 

ACC6SSAU16  knvironiiienis 

lU 

n  lOU 

Aquatic  Therapy 

37 

tt7 

BHCJA  Preston 

back  cover 

ffb 

Betlcsliire  Meadows 

17 

Ml  CO 

Braun 

40 

naU 

Cliiysler     inside  back  cover 

Mil  U10 

ffll,  fflo 

Columbia  Medical 

27,29 

fflD 

Convald 

14 

Jt17 

n  1 1 

Crotched  Mountain 

49 

n  13  1 

Crystal  Springs 

37 

n  19 

Devereux 

5 

n  1  Jc 

Edit  Point 

29 

TttO 

Equipment  Sliop 

57 

ff£D 

Estate  Planning 

11 

Exceptional  Parent  Library 

62 

Evergreen 

17 

MOQ 

ff^y 

Flagliouse 

60 

IfoU 

Ford 

13 

ff  1  DO 

Friendly  Eartli 

29 

Hacienda  de  los  Angeles 

38 

not 

HDIS 

57 

ffoy 

HMSScliool 

52 

nJD 

Havericli  Ortlio-Sport,  Inc. 

7 

nOO 

Heartspring 

12 

Mice 

Human  Policy 

44 

MilO 

ff4o 

Innovative  Products 

34 

Jay  Medical 

3 

Kennedy  Krieger 

9 

Marble  Soft 

15 

nCW 

Mulliolland 

48 

Ml  CO 

National  Mobility 

43 

ffOD 

Nu-TecliHealtli 

15 

Mice 

Parent  Care 

58 

Plionic  Ear 

52 

fflUo 

Rliamdec 

26 

ROHO,  Inc. 

20 

St.  Jolin's  Villa 

17 

#68 

Sentient  Systems 

58 

IFOS) 

Snug  Seat    inside  front  cover 

#71 

Special  Design 

15 

#78 

Stroller  Pack 

44 

#86 

Woodbury  Products 

34 

''*"lSi"lxccptional  I'aicnl 


142 


February  1994 


lOPTIQNAL 
lARENT 


'  Wbh  A 


Vice  President  Advertising  Sales 

Kerr>'  J.  Cannon 
tixceptkmal  Pamil 
120  Statf  Strt-et,  Hackensack.  NJ  07601 
Phone  (800)  E-PARENT  (372-7368)- 
Fax  (201)  489-1240 


Sales  Representatives 

Greater  New  York  -  Joni  joni's 
Phone  (516)  944-8068/Fax  (516)  944-2739 

Neir Jersey:  Schools.  Camps.  Re.^icieiices. 
Classifted  &  Special  Sales  -  Barbara  Nastro 
Phone  (201)  680-4874/Fax  (201)  680-8355 

\'ew  Hnfiiaud.  Upstate  NY  and  East  Canada  -  Barbara  H.  Arnold 
Phone  (617)  259-9207/Fax  (617)  259-9883 

MidAlUintic  (DH.  DC.  MD.  PA.  VA.  m'j  -  ].  Ronald  Doran 
Phone  (908)  741-()869/Fax  (908)  530-8216 

Southeast  (AL,  PL  OA.  .MS.  i\'C.  SC.  TN)  -  William  Middieton 
Phone  (404)  973-9190/Fa-;  (404)  859-005! 

Midivt'st  (IN.  A.'j;  KS,  MK  ND.  OH.  SO.  W.  CO)  ■  Anthony  Arnone 
Phone  &  Fax  (708)  428-5162 

Midwest  (IL  10.  M-.  MO.  Mli  -  John  Maisel 
Phone  (708)  4l6-0780/Fax  (708)  416-0793 

Southwe.'it  iAZ.  ,\'M,  IX  OK,  U.  AR)  -  Sher>'len  Young 
Phone  (602)  991-2889/Fax  (602)  596-4026 

mvt  Coast  (.So  CA.  AT)  -  Richard  Aver 
Phone  (714)  366-9089/Fax  (714  )  366-9289 

West  Coa.<it  (No  CA.  OR  WA,  HI.  BC)  -  William  Hague 
Phone  (206)  858-7575/Fax  (206)  858-7576 

Ad  Traffic  Manager 

Stefanie  Ferrame 
ILxceptioiial  Parent 
120  State  Street,  Hackensack.  NJ  07601 
Phone  (800)  E-PARENT  {372-7368)/Fax  (201)  489-1240 

BPA  International  Consumer  Magazine  Membership 
Applied  for  August  1993. 

Subscriptions: 

lixceptioiial  Parent 
\KO.  Box  3000.  Dept.  EP,  Denville.  NJ  07834 
{800)  247-8080  (New  .sub.scription.s  'oK\X) 
(800)  562-1973  (Cu.stomer  Service) 


Exceptional  Parent  magazine  has  excepted  product  and  service  advertising 
since  1973  because  advertising  provides  important  information  (or  consuiners. 
The  acceptance  o(  advertising  in  Exceptional  Parent  does  not  constitute  nor 
imply  endorsement  by  Exceptional  Parent  magazine,  its  editors  or  its  editorial 
Advisory  Board.  Readers  need  to  consult  with  trusted  clinicians  to  determine 
the  appropriateness  o(  products  or  services  (or  their  ■jpecidc  needs. 

EDITORIAL  INFORMATION:  Contact  Or.  Klein.  Exceptional  Parent.  209  Harvard  Street. 
Suite  303.  Brookllne  MA  0Z146-500S.  Return  postage  must  accompany  all  manuscripts, 
drawings  and  photographs  submitted.  Publisher  assumes  no  responsibility  lor  unsolicited 
material. 

PHOTOCOPYINQ;  Nothing  may  bo  reprinted  In  whole  or  In  part  without  written  pomiission 
trom  the  publisher.  Authorization  to  photocopy  Hems  lor  internal  or  personal  use.  or  the  inter- 
nal or  personal  use  of  specific  clients,  Is  granted  by  Psy-Ed  Corporation  tor  users  registered 
with  the  Copyright  Clearance  Center  (CCC)  Transactional  Reporting  Service,  provided  that 
the  base  lee  ol  $1  per  copy,  plus  $.50  per  page  Is  paid  directly  to  CCC.  27  Congress  St.. 
Salem.  MA  01970.  For  the  organizations  that  have  been  granted  a  photo  copy  license  by 
CCC.  a  separate  system  ol  payment  has  been  arranged.  The  lee  code  lor  users  ol  the 
Transactional  Reporting  Service  Is:  0046  9157/89/$!  .00  +  .50. 

MICROFILM:  Microlilms  ol  all  issues  are  available  from  University  Microfilms.  300  North 
Zooli  Road.  Ann  Aitior.  Ml  48106 
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Confidence, 
Independence, 
Success . . . 

T 

Xhc  Crotciied  iMountain  Rehabilitation 
Center  and  School  offers  inncn'ative  academic, 
thera|)eiitic,  residential,  and  medical  .sen  ices 
designed  to  niiLximize  the  educational  potential  of 
physically  and  developmentally  challenged 
children  and  young  adults  with: 

•  Head  Injur\-  •  Cerebral  Palsy  •  Spina  Bifida 

•  Autism  •  Down's  Syndrome  •  Developmental. 
Behavioral,  F.motional  and  Neurological  Disorders 

•  Fetal  Substance  Exposure 

The  CMRC  program  includes: 

*  I'ully  Accredited  Preparatory  School  Curriculum 

•Modern  Residential  Group  Homes 
•  Ijcensed  Nursing  Facility  •  Day  Students 
•  Total  Communications  Center 

•  Fully  Ada|)tive  and  Accessible  S|)orts  Facility 

Crotched  mountain 
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Rehabilitation  Technical 
Components— RTC 

PO  Box  784, 1256  Liberty  Ave 
Hillside,  NJ  07205 
(908)  687-8275 

Relaxo  Bak 

PO  Box  812,  31 9  E  California  St 
Gainesville,  TX  76240 
(800)  527-5496 

Rhamdec 

476  Ellis  St 

Mountain  View,  CA  94043-2240 
(800)  428-0620 
See  our  ad  onpg26. 

Rinz  L  0  Pillow 

340  W  Maplehurst 
Ferndale,  Mi  48220 
(313)  548-3993 

Roho 

PO  Box  658 
Belleville,  IL  62222 
(800)851-3449 

RolControl  Product 

6750  Worth  Way 
Camarillo,CA  93012 
(805)386-4191 

S&S  Manufacturing 
Import/Export 

PO  Box  2485 
York,  PA  17405 
(717)843-2745 

Scott  Specialties 

PO  Box  129 
Belleville,  KS  66935 
(800)255-7136 


Snug  Seat 

PO  Box  1739 

Matthews,  NC  28106-1739 
(800)  336-7684 

See  our  ad  on  inside  front  cover. 

So  Cal  Orthopedics 

1941  Miraloma  Ave 
Placentia,  CA  92670 
(714)524-1980 

Sorbothane 

2144  State  Rt  59 
PO  Box  178 
Kent,  OH  44240 
(216)678-9444 

Special  Designs 

PO  Box  30 
Gillette,  NJ  07933 
(908)  464-8825 
See  our  ad  on  pg  15. 

Special  Health  Systems  Ltd 

90  Engelhard  Dr 
Aurora,  Ontario  L4G  3V2 
(800)  263-2223 

Tallahassee  Therapeutic 
Equipment 

9601  Miccosukee  Rd,  Lot  13 
Tallahassee,  FL  32308-9609 
(800)  476-0487 

Tetra  Development  Society 

Plaza  of  Nations 
Box  27,  770  Pacific  Blvd  S 
Vancouver,  BC  V6B  5E7 
(604)  688-6464 

Thera  P  Cushion 

210  S  8th  St 
Lewiston,  NY  14092 
(416)784-3727 


Theradapt  Products 

17W163  0akLn 
Bensenville,  IL  60106 
(708)  834-2461 

Therafin 

PO  Box  848 

Mokena,  IL  60448-0848 

(800)  843-7234 

Therapeutic  Creations 

544  Ygnacio  Valley  Rd  #A-261 
Walnut  Creek,  CA  94596, 
(415)930-3460 

Therapeutic  Health  &  Equipment 
Specialists 

1 4000  NW  1st  Ave 
N  Miami,  FL  33168 
(305)961-5115 

Thompson  Medical  Specialties 

4301  Bryant  Ave  S 
Minneapolis,  MN  55409 
(800)  777-4949 

Toys  For  Special  Children 

385  Warburton  Ave 
Hastings-On-Hudson,  NY  10706 
(800)  TEC-TOYS 

Trujillo  Industries 

8038  Ailport  Ave 

Santa  Fe  Springs,  CA  90670 

(213)696-0539 

Tumble  Forms  by  Preston 

PO  Box  89 

Jackson,  Ml  49204-0089 
(800)631-7277 

Uni  Patch 

PO  Box  271 

Wabasha,  MN  55981-0271 
(800)  328-9454 


Variety  Ability  Systems 

3701  Danforth  Ave 
Scarbrough,  ONTM1N2G2 
(416)698-1415 

Velcro  USA 

406  Brown  Ave 
Manchester,  NH  03108-5218 
(800)225-2610 

Vesture 

PO  Box  791 , 202  Commerce  PI 
Randleman,  NC27317 
(800)  462-4201 

Wheel  Ring 

199  Forest  St 
Manchester,  CT  06040 
(203)  647-8596 

Whitmyer  Biomechanix 

848  Blountstown  Highway,  Ste  H 
Tallahassee,  FL  32304 
(904)575-5510 

Wings  of  Vocational  Guidance 
Services 

2239  E  55th  St 
Cleveland,  OH  44103 
(216)431-7800 

WR  Breen  Holdings  Ltd 

1245AKamato  Rd 
Mississauga,  ON  L4W  2M2 
(416)602-0880 

XL  Wheelchairs 

4950-D  Cohasset  Stage  Rd 
Chico,  CA  95926 
(800)  356-3554 

Zackback  International 

PO  Box  9100 
Rochester,  MN  55903 
(507)  281-7928 


Purchasing  Seating  Equipment  Tips  for  Parents 


Continued  /mm  page  45 

•  Stcihility:  When  the  system  is  designed  to  attach  to  a 
wheeled  base,  does  it  attach  easily?  Is  it  stable  and  secure 
when  the  child  is  seated?  If  there  are  wheels,  check  the 
brakes/wheel  locks  carefully.  Be  war>'  of  suction  cups  on 
bath  supports — they  have  the  potential  to  slip. 

•  Hase  of  Operation:  Other  people  will  need  to  work  with 
the  child's  .system.  Will  friends,  teachers  and  baby-sitters 
be  able  to  understand  how  it  works?  Check  the  seat 
belt/re.straint  buckles.  Do  they  pinch?  Can  they  adjust  for 
differing  thicknesses  of  clothing?  Is  there  enough 
padding? 

•  Porlahilily:  Can  your  child  he  .safely  transported  in  the 
system? 

•  Ipkeef):  Can  your  system  be  easily  cleaned?  Is  it  water- 
proofr"  If  your  child  is  incontinent,  request  a  waterproof 
cover  over  the  area  that  needs  protection.  Are  the  fabrics 
machine  washable,  dr^  ahle?  Do  they  feel  good  in  hot  or 
cold  weather? 

•  Aesthetics:  Go  for  bright,  bold  colors.  Drab  colors  can  be 
dispiriting  to  your  child's  self-esteem.  When  choosing, 
tiowever,  consider  function  first. 

O 
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Resources 

Thanks  to  the  following  seating/positioning  experts  for 
their  contributions:  Allen  Siekman,  Director  of  Seating  & 
Positioning,  Avanti  by  Invacare,  Elyria,  OH:  Michael  Caan, 
Ph.D.,  President,  Cx)luinhia  Medical  Mfg.,  Pacific  Palisades, 
CA:  Terrand  B.  Grail,  Ph.D.,  President,  Consumer  Care 
Products,  Inc..  Sheboygan,  WI:  Dave  Hancock,  Consultant, 
Flaghouse.  Inc.,  Mount  Vernon,  NY;  Susan  Harryman, 
Director  of  Physical  Therapy,  Kennedy  Krieger  Institute, 
Baltimore,  MD;  Catherine  Mulholiand,  Occupational 
Therapist,  Mulholiand  Positioning  Systems,  Inc..  Santa 
Paida,  CA;  Simon  Margolis,  Director  of  Seating  and 
Wheeled  Mobility  Ser\ices,  Otto  Bock  Ortho-pedic 
Industry",  Inc.,  Minneapolis,  MN;  Sue  Gar\'in,  Senior  Product 
Manager.  I're.ston,  jackson.  MI.  ■ 
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Marketplace 


Catalogs 


Antoni  Toys  and  Products 

232  SE  Oak  St  Suite  103 

Portland,  OR  97214 

(800)  826-8664/(503)  233-1660 
Assortment  of  colorful  toys,  one 
piece  underwear,  hand-made  dolls, 
educational  books,  diapers  and 
morel  Call  toll  free  for  catalog. 

Cribs  &  Youth  Beds 

HARD  Manufacturing  Co.,lnc 

230  Grider  Street 

Buffalo,  NY  14215 

(800)  USE-HARD 
Die  #1  mfg.  sets  tfie  standard  for  safe- 
ty in  fiospitals.  216  cototful  models 
available.  HARD  will  adapt  products  to 
meet  your  special  requirement. 

Equipment  Dealers 
Massachusetts 

Atlantic  Rehab.,  Inc. 

81  Rumford  Ave. 

Waltham,  MA  02254-9055 

(617)894-0069 
Atlantic  Retiab.  specializes  in  Pediatric 
Mobility  and  Seating.  Sales  and 
Sen/ice.  Please  call  for  more 
infoimation. 


New  York 

Dowd  Rental  &  Sales 

1 00  Main  Street 

Buffalo,  NY  14202 

(716)883-8188 
Dowd  has  been  servicing  ttie  area  since 
1930.  For  personal  seivice  and  quality 
equipment  and  further  information  call 
Dowd  Rental  &  Sales,  Inc. 

Rehabco® 

1513  Olmstead  Ave. 

Bronx,  NY  10462 

(718)829-3800 
45  years  as  New  Yoi1<'s  oldest  and 
best  Rehab,  dealer.  Experts  in  chil- 
dtens  mobility  &  custom  seating.  Full 
time  therapist  for  evaluations  at  our 
new  facility.  Ask  for  our  295  page 
Technotogy  Guide.  Please  call  or 
write  us  today  for  more  infomiatwn 
and  quality  service. 


Oklahoma 

Loyal  LaPlante  Supply  Co. 

6702  E.  11th  St. 

Tulsa,  OK  74112 

(918)835-6381 
Custom  seating.  Check  Marc  certi- 
fied repairs.  Authorized  Check  Marc 
Repair  Center.  We  carry  most  prod- 
ucts &  advertised  in  this  magazine. 


Incontinence 

Access  Medical  Supply 

2006  Crown  Plaza  Drive 

Columbus,  OH  43235 

(800)242-2460 
ATTENDS  YOUTH  BRIEFS  fits  children 
35-75  lbs.  $51.95/cs(96).Free 
Delivery.  Also  -  Depend.  Serenity,  other 
items.  Manufacturer's  coupons  accept- 
ed. FREE  CATALOG! 

Incon  Products  Company 

509  West  9th  Street 
S.  Sioux  City,  NE  68776 
Fax  (402)  494-1744 
We  carry  a  full-line  of  reusable  dia- 
pers and  pull  over  plastic  pants. 
Available  in  ail  sizes.  Write  for  more 
infomnation  and  FREE  brochure. 


Monitoring  Systems 

Care  Electronics 

5741  Araphoe  Rd.,  Suite  2A 
Boulder,  CO  80303 
(303)  444-CARE  (2273) 
WanderCARE  Systems  notify  care- 
givers when  their  wanderer  leaves 
home.  Locate  them  up  to  ONE 
MILE  away.  FREE  catalog. 


Resources/Special  Needs 

LINCS-BBS  C/0  PHP, 

535  Race  Street,  #140 

San  Jose,  CA  951 26 

(408)  294-6933  BBS 

(408)  288-5010  Voice 
Electronic  bulletin  board  housing 
hundreds  of  resources  for  families 
and  prof,  caring  for  children  with 
special  needs.  Resource  directory, 
file  database,  internet  mail  and 
morel  No  on-line  charges.  Settings: 
N-8-1,  up  to  14,400  baud,  24  hours. 


Sports  &  Recreation 


KID-KART 

126  Rosebud,  Ste#1 

Belgrade,  MT  59714 

(800)  388-5278 
The  new  Kld-EZ3  Tllt/Recllne  Push 
Wheelchair  provides  over  5  years 
of  growth  and  offers  precision  posi- 
tioning for  children  of  all  disabilities. 
The  Kid-EZ  POSITIONING  SEAT 
transfers  easily  from  the  wheelchair 
to  a  high  chair  base  and  other  con- 
venient platfomns.  For  further  infor- 
mation, call  Kid  Kart,  Inc.  at  1-800- 
388-5278. 


Van  Conversion  Dealers 
Connecticut 

Drive-Master,  Inc. 

9  Spielman  Road 

Fairfield,  NJ  07004 

(201)808-9709 
Full  service  mobility  center:  raised 
tops/doors;  drop  floors;  custom  dri- 
ving equipment;  distributors  for 
Mobile  Tech.,  Crow  River  lifts, 
Ricon,  IMS,  EZ  Lock,  and  EMC 
touch  pad  systems.  41  yrs.  of  ser- 
vice to  the  disabled  community. 
Please  call  for  more  infomnation. 


Florida 

Action  Mobility 

1925  10th  Ave.  No. 

Lake  Worth,  FL  33461 

(407)  582-6500 

(800)432-1459  in  FL 
Full  or  Mini-Van  modifications.  Scooter 
&  wheelchair  lifts,  lifte,  drop  fkxK.  raised 
roof,  lockdowns,  driving  equipment 
Install,  customize,  repair.  All  mfgs. 


Georgia 

DuraMed  Driving  Systems,  Inc. 

1543  15th  Street 

Augusta,  GA  30901 

(800)637-1378 
Custom  driving  systems,  whichr,  scooter 
lifts,  elevators,  van  conversions.  IMS, 
Mobile  Tech.,  Crow  River,  Ricon,  EMC, 
MPD,  EZ  Lock.  NMEDA  &  MED  group. 


Indiana 

Forward  Motions,  Inc. 

214  Valley  Street 

Dayton,  OH  45404 

(513)  222-5001 
Full-size/Mini-Van  modifications,  new/ 
used,  lifts,  drop  fkxx,  raised  roof,  kick 
downs,  driving  equip.  NMEDA  member. 
Owned  by  person  with  a  disability. 


Kentucky 

Forward  Motions,  Inc. 

214  Valley  Street 

Dayton,  OH  45404 

(513)222-5001 
Full-size/Mini-Van  modifkations,  new/ 
used,  lifts,  drop  floor,  raised  roof,  kxJ< 
downs,  driving  equip.  NMEDA  member. 
Owned  by  person  with  a  disability. 


Massachusetts 

Atlantic  Rehab.,  Inc. 

81  Rumford  Ave. 

Waltham,  MA  02254-9055 

(617)894-0069 
Atlantic  Rehab,  specializes  in  Pediatnc 
Mobility  and  Seating.  Sales  and 
Seivice.  Please  call  for  more 
information. 


New  Jersey 

Areola  Mobility 

51  Kero  Road 
Carlstadt,  NJ  07072 
(201)  507-8500/(800)ARCOU-1 
New-Used-Trade-Lease-Buy.  Full 
sized,  mini,  rear  and  side  entry.  We 
carry  products  from  the  following 
manufacturers:  Braun,  KneeKar, 
Vantage,  Ricon,  and  Pick-A-Lift.  If 
we  don't  have  it,  we'll  find  it! 
Financing  is  available.  NMEDA 
Member.  Please  call  for  more  info. 

Drive-Master,  Inc. 

9  Spielman  Road 

Fairfield,  NJ  07004 

(201)808-9709 
Full  service  mobility  center:  raised 
tops/doors;  drop  floors;  custom  dri- 
ving equipment;  distributors  for 
Mobile  Tech.,  Crow  River  lifts, 
Ricon,  IMS,  EZ  Lock,  and  EMC 
touch  pad  systems.  41  yrs.  of  ser- 
vice to  the  disabled  community. 
Please  call  for  more  infomnation. 


New  York 

Barrier  Free  Systems,  Inc. 

165  Freeman's  Bridge  Road 

Scotia,  NY  12302 

(518)346-4169 
We  sell  and  install  equipment  in  the 
aid  of  transportation  tor  the  physi- 
cally challenged.  For  more  infor- 
mation, give  us  a  call! 

Drive-Master,  Inc. 

9  Spielman  Road 

Fairfield,  NJ  07004 

(201)808-9709 
Full  service  mobility  center:  raised 
tops/doors;  drop  floors;  custom  dri- 
ving equipment;  distributors  for 
Mobile  Tech.,  Crow  River  lifts, 
Ricon,  IMS,  EZ  Lock,  and  EMC 
touch  pad  systems.  41  yrs.  of  ser- 
vice to  the  disabled  community. 
Please  cail  for  more  infomnation. 


Ohio 

Forward  Motions,  Inc. 

214  Valley  Street 

Dayton,  OH  45404 

(513)  222-5001 
Full-sizaWini-Van  modificatk)ns.  new/ 
used,  lifts,  drop  Ikxjr,  raised  roof,  kwk 
downs,  driving  equip.  NMEDA  member. 
Owned  by  person  with  a  disability. 

TRI-STATE  MOBILITY 

Canton,  OH  (800)  343-3150 
Toledo,  OH  (800)345-3150 
One  of  the  largest  inventories  of 
used  handicapped  vans. 
Nationwide  delivery  available  on 
request.  Dealer  for  all  major 
mobility  equipment.  NMEDA 
Member  -  Quad  specialists. 
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Pennsylvania 

Drive-Master,  Inc. 

9  Spielman  Road 

Fairfield,  NJ  07004 

(201)808-9709 
Full  service  mobility  center:  raised 
tops/doors;  drop  floors;  custom  dri- 
ving equipment;  distributors  for 
Mobile  Tech.,  Crow  River  lifts. 
Ricon,  IMS,  EZ  Lock,  and  EMC 
touch  pad  systems.  41  yrs.  of  ser- 
vice to  the  disabled  community. 
Please  call  for  more  information. 


South  Carolina 

DuraMed  Driving  Systems,  Inc. 

1543  15th  Street 

Augusta,  G A  30901 

(800)637-1378 
Custom  dnving  systems,  whichr,  scooter 
lifts,  elevators,  van  convereions.  IMS, 
Mobile  Tech.,  Crow  River,  Ricon.  EMC, 
MFD,  EZ  Lock.  NMEDA  &  MED  group. 


Texas 

Advanced  Conversions 

2105  N.  Beach  Street. 

Fort  Worth,  TX  761 1 1 

(817)  834-1003 
Guy  Tucker,  President.  Adaptive 
vehicle  modifications.  NMEDA  mem- 
ber. 6  yrs.  in  business.  Buy-sell-trade- 
lease  new  and  used  equipment. 
Wheelchair/scooter  lifts.  24  hour  ser- 
vices. Sale/Seivice:  Ricon,  Baino, 
Mobil-Tech,  EMC,  EZLock,  MPD, 
MPS,  Kneel  KAR,  Care  Concepts. 


Wheelchair  Accessible 
Homes 

MD  News 

P.O.  Box  12 

Glenmore,  PA  19343 

(610)942-3266 
P.uy,  Sell  or  Rent.  Monthly 
i  Jewsletler  lists  houses  and  apart- 
ments for  Sale  or  Rent.  Free 
Copy.  Advertise  Free. 


Books,  Audio/Video  &  Educational  Material 


Books  for  Parents  &  Professionals 

Turtle  Books:  provide  a  bridge  of  under- 
standing for  your  children  with  dLsai^ili- 
tie.s,  their  .sibling.s  &  friends.  Send  for  a 
FREE  Turtle  Ikxik  hrcKhure  to  Jason  & 
Nordic  Publishers,  P.O.  Box  441 
Hollidayburg.  PA  16648  or  FAX  (814)  696- 
42S0 

Free-The  NEW  Special  Needs 
Project  Book  Catalog.  The  be.st 
hooks  from  all  publishers  about  dis- 
abilities. Comprehensive  re.sources  for 
parents,  children  &  profe.ssionals. 
Special  Needs  Project,  3463  state 
Street,  Santa  Barbara.  CA  93105.  (800) 
333-6867. 


Free  Book  Catalog:  The  1994 
Special-Needs  Collection  features  a 
collection  of  valuable  books  for  par- 
ents on  Down  syndrome,  CP,  autism, 
Tourette  syndrome,  mental  retarda- 
tion, special  education  and  more. 
Woodbine  House  Contact:  5615 
Fishers  Lane,  Rockville,  MD  20852, 
(800)843-7323 

Educational  materials 

Attainment  Company's  1994 
Product  Guide  is  out!  Call  or  write 
for  your  free  copy  and  see  our  latest 
products:  New  Software,  The  Pocket 
Talker,  Board  Games,  Money  Skills 
Materials.  Attainment  Company, 
P.O.  Box  930160,  Verona,  WI 53593- 
0160,  (800)327-4269 


Videotapes 
Interax  Video  Sign  Language 

Course.  Illu.strates  1200-1-  signs  ba.sed 
on  ASL.  Six  videos  with  6.5  hrs. 
Graphics  provide  reference  of  equiva- 
lent English  word.  Free  Brochure. 
S199  (-HS4.50  .s&h).  Interax  Training, 
Inc.,  P.O.  Box  473106.  Garland.  TX 
75047-3106.  (800)  2-12-5583. 


^0\{<;  ScfiooC 

For  Children  With  Cerebral  Palsy 

Serving  children  with  multiple  disabilities  resulting  from 
cerebral  palsy  or  traumatic  brain  injury  who  need  compre- 
hensive, individually  structured  programs  that  include: 


•  Physical  Therapy 

•  Occupational  Therapy 

» Speech  and 
Language  Therapy 

•  Communication  Aids 


'  Special  Education 

'  Music  Therapy 

>  Special  Medical 
Attention 

'  Adapted  Recreational 
Activities 


HMS,  open  to  students  two  to  21  years,  offers  all  of  these 
services  and  rmro.  The  experienced  staff  and  well-respected 
consultants  provide  strong  interdisciplinary  programs  for  day 
and  residential  students  at  the  licensed  private  school. 

For  more  information  write  or  call: 
Diane  L.  Gallagher,  Director 

HMS  School  for  Children  with  Cerebral  Palsy 

4400  Baltimore  Avenue,  Philadelphia,  PA  19104 
(215)222-2566 


EMC 


I  or  telling  a  joke,  saying  "I  love  you",  or  just  expressing  a  need. 
PALLS*'  is  the  only  device  that  offers  three  flexible  programs  for  any 
level  of  communication. 

So  if  you  know  someone  who  may  have  a  few  good  jokes  to  lell. 
give  us  a  call-you'd  be  surprised  at  what  we  can  do  with  the  delivery. 

(800)  227-0735  U.S.   (800)  263-8700  Canada 
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ALD — Balancing 
Hope  Against  Reality 


by  Hugo  W.  Moser 

My  wife  Ann  and  I  have  been 
concerned  witli  Adrenoleuko- 
dystrophy  (ALD)  since  1978 
and  now  work  on  little  else.  The  cur- 
rent situation  with  ALD  is  a  perfect 
example  of  the  hopes  and  controver- 
sies that  arise  when  as  yet  unprovetl. 
still  imperfect  therapies  emerge  for  a 
previously  untreatahle  disorder. 

The  last  15  years  have  seen  a 
number  of  exciting  developments  in 
diagnosis,  prenatal  screening  and  car- 
rier detection.  And  recently,  the  ALD 
gene  itself  has  been  isolated.  Whole- 
heartedly supporting  our  efforts  has 
been  a  fine  and  extremely  valuable 
parents"  organization — the  United 
Leukodystrophy  Foundation  (L'LF) — 
now  in  its  twelfth  year.  Parents  value 
all  the  advance.s  that  have  been  made, 
but  in  the  absence  of  effective  thera- 
py, these  advances  are  "flat"  and 
imsatisfactor^'. 

In  search  of  therapies 

During  our  1 2-year  association 
with  the  ULF.  we  ha\'e  come  to  realize 
that  if  we  lo.se  credibility  with  parents, 
we  lose  everything.  We  must  always 
inform  families  of  the  facts,  as  we 
understand  them  at  any  given  moment. 
The  facts  can  be  painful.  Sometimes  it 
is  impo.ssible  to  tell  the  truth  to  families 
without  shattering  their  hopes  and  cre- 
ating despair.  To  help  reduce  such 
despair  and  in  a  genuine  effort  to 
atk-aiice  the  capacity  to  treat,  we  offer 
all  patients  the  chance  to  enroll  in  ther- 
apeutic protocols  that  have  a  rational 
basis  and  are  free  of  inappropriate  risk. 
These  experimental  treatments  arc 
monitored  by  an  expert  Institutional 
Review  HoartI  and  have  the  full  knowl- 
edge and  endorsement  of  the  I'Ll'. 

Our  primar\'  and  increasingly  pas- 
sionate efforts  are  directed  towarti  the 
search  for  an  effective  therapy  for 
A1,D.  We  are  deeply  concerned  and 
frustrated  that  treatments  are  .still  so 
imperfect,  ("urrent  hopes  rest  with 
dietary  tiierapy.  bone  marrow  trans- 
"'^■"■'tion  aiitl — in  the  more  distant 


are  studying  families  in 
which  some  members  are 
affected  by  the  rapidly  pro- 
gressive form  of  the  child- 
hood disease,  while  their 
affected  brothers,  uncles  or 
grandfathers  have  only  the  milder, 
adult  form.  Understanding  the  way.s  in 
which  the  rapidly  progressive  fonn  of 
the  illness  develops  may  lead  to  the 
ability  to  alter  these  mechanisms. 

Success  of  current  therapies 

Though  'Lorenzo's  Oil"  was  a  good 
and  highly  rational  idea,  research  has 
shown  that  it  is  of  little  or  no  benefit  to 
patients  who  already  have  significant 
neurological  problems  by  the  time  they 
start  this  therapy.  However,  our  recent 
data  suggest  that  "Lorenzo's  Oil"  may 
help  to  prevent  the  onset  of  neurologi- 
cal problems  if  it  is  started  before  such 
symptoms  are  present. 

Bone  marrow  transplantation  is  a 
promising  therapy  for  ALD — but  only 
when  performed  early  in  the  course 
of  the  illness  using  a  well-matched 
marrow  donor.  Gene  therapy  is  a 
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Hugo  W.  Moser.  M.D. 

great  hope  also,  but  its  use  is  a  num- 
ber of  years  away. 

The  rapid  progression  of  the  most 
.serious  and  common  form  of  ALD — 
the  childhood  cerebral  form — is 
caused  by  a  brain  inflammatory 
respon.se.  At  this  moment,  we  do  not 
have  a  therapy  for  this  form  of  the 
disease.  We  are  about  to  initiate  an 
entirely  new  treatment,  however.  If 
.successful,  this  therapy  will  work  by 
suppressing  the  inflammatory  re- 
spon.se  of  the  brain.  ■ 

Hugo  W.  Moser.  M.D..  is  Director  of  the 
Mental  Retardation  Research  Center  at 
the  Kennedy  Krieger  Institute  in 
Baltimore,  Maryland,  and  Professor  of 
Setirologv  and  Pediatrics  at  the  Johns 
Hopkins  University  School  of  Medicine. 
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lUberous  Sclerosis 
Oeme  Identified 

Researchers  have  identified  one  of  two 
genes  for  tuberous  sclerosis  complex 
(TSC).  The  gene  for  T,SC2  on  chromo- 
some sixteen  has  been  found:  the 
search  for  the  gene  for  TSCl  on  cliro- 
nio.some  nine  continues.  TSC  is  an  auto- 
.somal  dominant  genetic  disea.se  affect- 
ing one  in  5.000-6,000  live  births.  As 
many  as  (iO  percent  of  new  'I'SC  cases 
are  new  mutations.  Progress  in  gene 
identification  may  lead  to  the  availabili- 
ty of  an  accurate  screening  antl  tiiag- 
nostic  genetic  test  for  i'SC;  in  the  next 
few  years,  i'or  more  information  or  to 
\()lunteer  to  .sene  as  a  research  pailici- 
pant.  contact  the  National  Tuberous 
.Sclerosis  A.s.sociation,  HOOO  Corporate 
Dr.,  Ste.  120,  handover.  Ml)  20785, 
(800)  225-6872.  ■ 
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Car  Seat  Warning 

The  National  Highway  Traffic 
Safety  Administration 
(NHTSA)  has  asked  us  to 
warn  parents  that  a  rear- 
facing  child  safety  seat 
should  never  be  used  In  the 
front  seat  of  an  air-bag - 
equipped  vehicle.  An 
inflating  air  bag  could  strike 
the  child  seat  with  enough 
force  to  cause  serious  head 
and  chest  injuries.  A  vehi- 
cle's back  seat  is  the  safest 
place  for  any  child  safety 
seat.  For  more  infomnation, 
call  NHTSA's  Auto  Safety 
Hotlin&HBOO)  424-9393. 
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REACH  FOR  THE  SIARS 


ABILITIES  EXPO  is  a  must  attend  event 
for  all  ages,  families^  seniors,  health  care 
fmMders,  ana  rehalxlitation  prof^onals. 

Mark  your  Calendar  to  attend 
ABILITIES  EXPO  in  a  city  near  you: 

ABILITIES  EXPO  EASY 

Edison,  NJ 
Raritan  Expo  Center 
April  15-17,  1994 

ABILITIES  EXPO  WEST 
Anaheim,  CA 
Anaheim  Convention  Center 
May  20-22,  1994 


The  #1  Show  of  Products  and  Services 
for  People  with  Disabilities 

Opportunities  to  try  and  buy 
on  the  Shovi  floor 

One  i^iant  marketplace  of  products  and  services  (or 
People  witli  Disabilities,  Seniors,  and  Health  Care 
Professionals.  See  and  tr)':  Vans,  Lifts,  VVhceldiairs, 
Exercisers,  Computers,  S-VVlia-l  Scooters,  Clothing  DaiK- 
Living  /\ids,  Personal  Care  Produds,  To)'S  and  morc^! 

Longest  running  show  of  its  kind  in  the  US. 

Lmphasizing  a  more  independent  and  rewarding  life  for 
Prople  vvitli  Disabilities.  Come  and  explore  a  huge,  fiilly 
aca'ssible  "shopping  center"  full  of  produds  and 
technologies.  Attend  workshops  and  visit  the  computer 
center  gearai  to  your  needs  and  interests. 

For  more  information  on  attending 
please  call  203I25M700. 


SAVE  ONE  DOLLAR  •^AVE  ONE  DOLLAR 
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Save  ONE  DOLLAR  on  a  single  admission,  regularSy  $4  when  you  present  this  roupon. 
Children  under  12  are  free.  ISame  and  address  must  be  €ompieted  to  validate  toupon. 
Same  


/Iddress 
Cilf  


Stale 


Zip 


1'eleplione  ( . 


r/l/i\|94  ; 


A 
B 
I 

I. 
I 

T 
I 

E 
S 

E 
X 
P 

o 


ERIC 


<cvpti()n;il  Parent 


February  1994 


INCOME  TAX 


Annual  Income  Tax  Guide 


by  L.  Mark  Russell 


fs  eveiyone's  tavoiiie  time  of  the  year  once  more — time  to  think  about  taxes!  As  you  no 
doulit  know,  tax  law  is  very  complicated.  It  is  important  that  you  understand  it,  however, 
.so  you  can  take  advantage  of  all  the  deductions  and  credits  to  which  you  are  entitled. 

Unclaimed  deductions  and  credits  cost  families  hundreds,  .sometimes  thousands,  of  dol- 
lars every  year.  This  is  especially  true  of  families  who  have  a  member  with  a  disability. 
The.se  families  are  often  entitled  to  deductions  and  credits  which  are  unavailable  to  others. 
Sometimes  even  accountants  are  unaware  of  the  possibilities.  This  article  will  summarize 
items  that  are  of  particular  interest  to  families  with  members  who  have  disabilities. 

Exemptions  For  Dependents 

You  can  take  a  deduction  of  S2,.35()  for  yourself,  and  for  each  person  who  is  your  depen- 
dent. This  is  true  whether  or  not  the  dependent  has  a  disability.  For  example,  if  you  have 
two  dependents,  and  you  and  your  spouse  file  a  joint  tax  return,  you  will  be  entitled  to  a 
deduction  of  $9,400  ($2,350  x  4). 

In  most  ca.ses,  it  is  relatively  simple  to  determine  whether  a  person  is  a  dependent.  If 
you  provide  more  than  half  the  person's  support  and  the  person  is  related  to  you,  the 
deduaion  is  generally  permissible.  You  determine  whether  you  have  provided  more  than 
half  the  dependent's  support  by  comparing  the  amount  you  contributed  to  the  entire 
amount  of  support  received  from  all  sources,  including  the  dependent's  own  funds  and 
government  funds.  Support  is  not  limited  to  necessities.  Support  includes  money  spent  to 
provide  food,  shelter,  clothing,  education  and  medical  and  dental  care;  but  it  al.so  covers 
money  spent  on  recreation,  allowances,  gifts  and  vacations. 

Medical  insurance  premium.s — including  premiums  you  pay  for  supplementary 
Medicare  coverage — are  included  in  the  total  support  you  provide  for  the  dependent. 
Medical  insurance  benefits  the  child  receives,  however,  including  ba.sic  and  supple- 
mentary Medicare  benefits,  are  not  considered  support. 

If  a  dependent  receives  Social  Security  benefits  and  uses  them  toward  his  or  her 
own  support,  this  is  considered  .support  provided  by  the  dependent.  State  benefit  pa\'- 
ments  ba.sed  on  need  generally  are  considered  support  provided  by  the  .state.  For 
example.  Aid  to  Families  with  Dependent  Children  (AFDC)  payments  are  not  con- 
sidered support  provided  by  the  parent.  They  are  considered  .support  provided  by 
the  .state. 

Scholarships  received  by  your  dependent  are  not  considered  support.  This  also 
includes  the  value  of  education,  room  and  board  provided  for  your  dependent.  This  would 
also  apply  to  a  .scholarship  for  a  child  with  mental  retardation  to  attend  an  educational  pro- 
gram if  the  program  certifies  that  it  is  making  an  effort  to  educate  or  train  the  child,  even  if 
the  payments  are  made  by  the  state.  For  example,  suppose  the  state  pays  530,000  for  your 
daughter's  room,  board  and  tuition  at  a  residential  facility  that  qualifies  as  an  educational 
organization.  In  the  .same  year,  you  provide  $5,000  as  her  only  other  support.  You 
may  still  claim  her  as  a  dependent  because  the  scholarship  is  not  included. 

You  cannot  take  an  exemption  lor  your  child  if  he  or  she  was  19  or  older 
at  the  '"nd  of  the  year  and  had  a  gross  income  during  the  year  of  more  than 
$2,350.  If  your  child  is  a  student  under  the  age  of  24,  this  "gro.ss  income  te.st" 
does  not  apply.  If  you  claim  your  child  as  a  dependent,  however,  your 
child  cannot  claim  a  personal  i  xemption  on  his  or  lier  own  return. 

Limitations  on  the  Medical  Expenses  Deduction 

You  are  entitled  to  an  income  tax  detluction  for  medical  expen.ses  for  yourself 
and  for  your  dependents.  For  this  deduction,  a  dependent  is  defined  as  above, 
^j,-*  that  the  "gro.ss  in'.ome  te.st"  does  not  have  to  be  satisfieti.  The  person  must 
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liave  qualified  as  your  dependent  when  the  medical  services  %\-ere  provided  or  when  the  bill 
was  actually  paid. 

\  numl")er  of  hurdles  must  he  passed  before  medical  expenses  may  be  deducted.  First, 
medical  expenses  are  deductible  only  to  the  extent  that  they  exceed  seven-and-a-half  per- 
cent of  your  adjusted  gro.ss  income.  For  example,  if  yc^ur  ad;ii.>ted  j»r().ss  income  for  the  year 
is  S30,o6o.  you  will  only  be  able  to  deduct  expen.ses  in  exce.ss  of  S2,250  (7.5%  of  $30,000). 

.Second,  medical  expen.ses  may  be  ileducted  only  if  you  itemize  deductions.  Taxpayers 
who  do  not  ha\'e  significant  itemized  deduciions  are  entitled  to  take  the  standard  deduction 
instead.  The  standard  deduction  is  etjual  to  56,200  for  married  taxpayers  filing  joint  returns 
and  S3. 700  for  singles.  If  you  take  the  standard  deduction,  you  will  not  be  entitled  to  deduct 
medical  expen.ses.  .Similarly,  you  cannot  take  the  medical  expense  deduction  if  you  use 
Form  1040A  or  lO-tO  EZ,  because  you  musl  figure  the  deduction  on  Schedule  A,  Form 
1040 — commonly  called  the  "long  fomi." 

Third,  you  cannot  deduct  expenses  that  are  paid  by  insurance.  Vou  can  deduct  expens- 
es that  you  pay  (and  that  are  not  reimbursed  by  your  insurance  company). 

As  a  result  of  these  limitations,  the  medical  expense  deduction  may  not  be  available  to 
many  families.  However,  the  deduction  can  be  \ery  \  aluable  for  many  others. 

Defining  "Medical  Expenses" 

According  to  the  IRS,  a  deductible  medical  expen.se  includes  "any  amoimt  paid  for  the  diag- 
no.sis,  cure,  mitigation,  t.eatment,  or  prevention  of  di.sease:  or  for  the  purpo.se  of  affecting 
any  .stmcture  or  function  of  the  body;  and  transportation  cost  on  a  trip  primarily  for  and 
essential  to  medical  care."  This  definition  is  con.staied  \er\'  broadly  .so  that  many  expenses 
that  you  may  not  think  are  qualifying  are  deductible  medical  expen.ses.  You  can  u.se  the 
worksheet  on  page  57  to  ki-ep  track  of  your  deductible  medical  expen.ses. 

Avoiding  IRS  Reviews 

Many  parents  with  children  who  have  disabilities  deduct  larger  amounts  of  medical  expenses 
than  other  families.  As  a  result,  they  may  draw  special  notice  from  the  Internal  Revenue 
Ser\  ice.  The  IRS  computer  may  .single  out  taxpayers  who  deduct  proportionately  higher  med- 
ical expen.ses  in  relation  to  their  income  level  for  review.  To  reduce  the  IRSs  .su.spicions,  you 
can  de.scribe  your  child's  disability  in  a  letter  written  by  yourself  or  your  child's  doctor  and 
attach  it  to  your  tax  return.  In  ca.se  your  tax  return  is  rev  iewed,  however  .store  your  receipts 
and  canceled  checks  c.-irefuUy.  One  key  to  good  tax  planning  is  good  record  keeping. 

Tax  Credits 

In  addition  to  the  tax  deductions  described  alxn  e.  a  variety  of  tax  credits  also  may  be  av  ail- 
able to  you.  Tax  credits  can  be  even  more  valuable  than  tax  deductions  becau.se  they  are 
subtracted  directly  from  ta>:es  due.  For  example,  if  you  are  in  a  28  percent  income  tax 
bracket,  a  S2000  deduction  will  reduce  your  taxable  income  by  S2000.  However  this  repre- 
.sents  a  savings  on  your  tax  bill  of  onl\-  $560  (28%  of  $2000).  A  $2000  tax  credit, 
on  the  other  hand,  reduces  your  tax  bill  by  $2000. 

Child  and  Dependent  Care  Credit.  If  you  pa\'  someone  to  care  for  a 
dependent  .so  that  you  and  your  spou.se  can  work,  attend  school  or  look  for 
work,  you  may  be  entitled  to  take  the  Child  and  Dependent  Care  Credit.  If 
\'our  adju.sted  gross  income  is  $10,000  or  less,  your  credit  is  generally 
equal  to  30  percent  of  work-related  child  care  expen.ses.  The  .30  percent 
figure  is  reduced  by  one  percent  for  each  $2,000  or  part  of  S2,000  of 
adju.sted  gross  income  abo\e  $10,000  until  the  percentage  is  reduced  to 
20  percent  for  income  above  $28,000.  The  limit  on  v\-ork-related  child- 
care  expenses  is  S2,-»00  for  one  qualifying  dependent  and  $4,800  for  two 
or  more  dependents.  The  credit  is  computed  on  Form  2441  if  you  file 
Form  1040,  or  Schedule  2  if  you  u.se  Form  1040A. 

For  example,  suppo.se  a  widower  [xiys  a  hou.sekeei')er  $5,000  a  year 
to  take  care  of  his  home  and  his  daughter  while  he  is  working.  He  earns 
$20,000  during  the  year.  Even  though  he  sjx-nt  at  Ica.st  $5,()()(),  the  maximum 
work-related  expen.ses  he  can  claim  are  S2,  iOO.  This  is  because  he  has  ;)nly  one 
(lualitying  dependent,  his  daughter.  Therefore,  the  largest  credit  he  can  claim  is  25  per- 
cent of  S2,400,  or  S6()(J.  (The  25  percent  credit  is  calculated  by  reducing  the  30  percent 
credit  b\'  one  percent  for  e\  er)'  $2,000  of  income  abo\  e  $10. 000.  Since  the  widower  had 
income  of  $20,000.  tlie  30  ix-rcent  credit  is  reduced  by  fi\e  ix-rcent.)  If  the  widower  liad 
two  children,  the  credit  would  be  25  percent  of  S  i.8()(),  or  SI, 200.  If  the  man  s  income 
exceeded  $28,000,  the  credit  would  lie  20  percent  of  (jualifx  ing  expenses. 
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A.  Are  you  a  subscriber  to  Exceptional  Parent? 

□  Yes  □  No  (If  no.  please  see  the  subscnption  card  in  this  issue.) 
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Expiration  Date:  May  31,  1994 
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B.  Annual  Household  Income  (include  all  family  members) 


iQ  Less  than  $30,000 
2Q  $30,001  -  $40,000 
3^  $40,001  -  $50,000 

C.  Do  you  live  in  a(n): 
?□  Home  sQ  Own 

1  oUl  Apartment     1 1  □  Own 


4^  $50,001  -  $75,000 
sQ  $75,001  -$100,000 
6^  $100,000+ 
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B.  Annual  Household  Income  (include  all  family  members) 


iQ  Less  than  $30,000 
2Q  $30,001  -  $40,000 
3Q  $40,001  -  $50,000 

C.  Do  you  live  in  a(n): 

Home  8Q  Own 

loQ  Apartment  iiQOwn 


4Q  $50,001  -  $75,000 
5Q  $75,001  -$100,000 
$100,000+ 


9Q  Rent 
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D.  In  all,  how  many  automobiles  do  you  and  others  in  your 
household  own  or  lease? 

One  mQTwo  i5Q  Three  or  more 
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FREE 


B Full-color  Catalog 
& 

#     Attends  coupon 


Get  our  FREE  FuH-color  catalog  that  shows  the 
wide  variety  of  incontinence  products  we  deliver 
right  to  your  door  at  low  buv-bv-the  case  prices. 
Along  with  our  catalog  you  will  receive  a  coupon 
that  entitles  you  to  an  Attends  trial  pack  at  a 
discounted  price!  Select  the  products  you  need  for 
your  child  today! 

# 

HDIS 


Home  Delivery  Incontinent 
Supplies  Co.,  Inc. 
P.O.  Box  52039 
St.  Louis,  MO  63136 


Send  in  this  coupon  for  a  free  catalog  and  Attends 
coupon,  or  call  us  toll-free  at  1-800-538-1036. 

Name 
Address 
City.  Suie.  Zip 

L  )  

Phone  CopYnuhl  HDIS.  1994  24/40 
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Our  prices  make 
everyone  happy! 


Send  for  a  free  catalog 
of  adaptive 
equipment. 


Circle  #25 


Medcai  Expenses  Woi1(shMt 

1.  Trimp«Mlonco*tokirtakingyour(Mdtospededschooii,^^ 
hospitals,  (telcn,  ciiics,  phamaciM,  8tc. 

a.  UlMge(9«  per  mite)  or  actual  expenses  (gas/oil)  

b.  Paridng  _   .  

c.  Tolls.„.    

d.  Cost  o<  an  attendant  to  accompany  child   

«.  Cost  o<  attendant  to  accompany  child  on  school  IXB   

2.  IMIcilExpanMt(standanj)  _   

3.  HotpiUtExptntM  (standard)  

4.  M»<«cln»--Oni9sand\fltaniinspresc(i!jedbyadoctoronly...  

5.  Spedil  Education  Exptniet 

a  Tests  and  evaluations  at  special  school    

b.  Special  instnjction  in  Braille,  fip-ieadlng,  speech   

c.  Tutoring  by  a  qualified  teacher  if  recommended  by  a  doctor...-  

d.  Room,  boaid  and  tuition  at  residential  facility  if  main  reason  for 
attencing  is  to  alleviate  medical  condition   


«.  ShettiradWoriahopExpentas-payments  to  a  sheltered  woritshop  for 
the  provision  of  services  

7.  Special  Equipment 

a  Any  special  equipment  prescribed  by  a  doctor,  jylay  include 
air  conditioning,  ramps,  elevators,  etc  _   

b.  Repair  of  speciai  equipment  pncludingTDDs)   

c.  Closed^aptioned  television  or  decoder   

8.  AttandintCir* 

a.  Nursing  sennces  .„  !L...... 

b.  Meals  for  attendants   

9.  Aide  for  Penons  Witt)  Wsuillmpalmwntt 

a  Audiotapes.  _  L  lLJj^..... 

b.  Special  typewriters  „  _  

c.  Special  lenses  or  other  visual  aids  _ 

d.  Cost  a?  )  care  of  guide  dogs    


10.  Ufetiffl»<UHaPayme^t>--^lon•refundable  advance  payinenis  to  a  private 
institution  to  insure  that  they  will  care  for  your  child  In  the  lulur».,U  -l-.-ui.- 

11.  Transitioning  ExpensM-Costs  involved  k)  helping  a  pernn  Witt)  mental 

retardation  a^ust  to  life  in  a  community  setting    

12.  Mltttllintout  ■  • 

a  Expenses  involved  in  providing 'patterning  exeitisesr..iri..-J....' 

b.  Disposable  diapers  for  incontinent  child  or  adult,  If  prescribed  

byadoctor 

c  Special  foods  and  beverages  (e.g.fomHiia  for  tube  feeding)- 
Costs  In  excess  of  what  would  have  been  spent  for 'legutai' food. .. 

d.  Dental  care  „  „   

e.  Eyeglasses,  contact  lenses,  eye  examinations    

f.  Hearing  aids,  batteries,  hearing  evaluations  

g.  Wheelchairs,  braces,  other  adaptive  equipment  _  

h.  Birth  control  pins     

I.  lAgalsterilizaticn  _  

).  Oxygen  equipment  and  oxygen  

k.  Medical  and  hospital  insurance  premiums  (see  fomiula  In  lax  fom)) 

I.  Sodil  Security  tax  for  woriier  providing  medical  services  

m.  Cost  and  care  of  dog  or  other  animals  used  as  aids  to  persons 
withdisabiiies  _  

n.  Legal  abortion      


iyy4  i-ebruary 
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You  Asked  DynaVoxToDoEvcn  More. 


Earned  Income  Credit.  If  your  income  is  below  $23,050  and  you  had  a  child  with  a 
disability  living  with  you  for  at  least  6  months  during  the  year  (or  any  minor  child  without  a 
disability),  you  may  be  entitled  to  the  Earned  Income  Credit.  If  the  credit  exceeds  the 
amount  of  taxes  owed,  you  can  get  a  refund.  You  should  use  Schedule  IC  to  claim  the  cred- 
it. The  credit  is  equal  to  the  sum  of  the  following  three  components: 

1.  The  basic  credit  is  determined  by  multiplying  your  earned  income  by  a  percentage  which 
varies,  depending  on  the  amount  of  your  income  and  the  number  of  qualifying  depen- 
dents. The  maximum  credit  is  $1,434  if  you  have  one  qualifying  child  and  $1,511  if  you 
have  more  than  one  qualifying  child. 

2.  The  young  child  credit  is  available  if  you  have  a  child  who  was  under  the  age  of  one  on 
December  31.  The  maximum  credit  is  $388.  However,  if  you  are  claiming  the  Child  and 
Dependent  Care  Credit  as  described  above,  you  cannot  claim  the  young  child  credit  for 
the  same  child. 

The  health  insurance  credit  is  available  for  premiums  paid  to  provide  health 
insurance  for  a  qualifying  dependent.  The  maximum  credit  is  $465  and  the 
amount  claimed  cannot  also  be  claimed  as  a  medical  expense  deduction. 

For  more  information... 

obviously,  figuring  your  taxes  can  be  very  complicated.  More  information 
on  tax  planning,  as  well  as  information  relating  to  the  important  topic  of 
planning  for  your  child's  life  after  your  death,  can  be  found  in  the 
book  Planning  For  The  Future  by  L.  Mark  Russell,  Arnold  E.  Grant, 
Suzanne  M.  Joseph  and  Richard  W.  Fee.  Easy  to  read  and  under- 
stand, the  400-page  book  is  a  comprehensive  guide  to  the  life- 
^.  and  estate-planning  process,  and  contains  all  the  information — 
personal  care,  financial  and  legal — that  parents  must  consider  as 
they  plan  for  their  children's  lives  after  their  own  deaths.  The 
book  can  be  ordered  from  the  Exceptional  Parent  Library, 
P.O.  Box  8045,  Brick,  New  Jersey  08723,  1-800-535-1910. 
File  early'  ^'-'^^     $24.95,  plus  $3.50  shipping  and  handling.  ■ 


"/  want  toteUa  story. 

Introducing  DynaWfite. 

Dyna Write"  is  a  revolutionary  new  software 
package  for  the  DynaVox*  augmentative  com- 
munication aid.  One  that  can  help  people  compose 
longer,  more  complex  messages,  faster  and  easier 
than  ever  before.  So  if  you  know  someone  who 
might  benefit  from  it,  we  urge 
you  to  contact  your  therapist.  Or 
give  us  a  call,  at  1-800-344-1778. 


We  Hear  You, 


ERIC 
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94RENr  - 
Q7RE  INC. 


"...non-profit  partnership  of  parents 
and  professionals  dedicated  to  improving 
tlie  newborn  intensive  care  experience  and 
future  for  babies,  families  and  caregivers. " 


10th  National  Conference 
'Celebrate  Our  Commitment' 
May  11-14,1994 
Salt  Lake  City,  Utah 


Speakers: 

T.  Berry  Brazelton,  M.D„  pediatrician,  researcher,  author 
Josef  J.  Reum,  Deputy  Director.  Robert  Wood  Johnson 
Joy  Voyles-Brown,  Ph.D„  R.N^  neonatal  development  specialist 
Bess  Armstrong,  parent  and  actress 


*  Infertility 

*  Antepartum.  Neonatal 

*  Chronic  Illness 

*  Post-NICU 


♦  Clinical/Psychosocial  Topics 

♦  Support  Group  Sessions 

*  Regional  Networking 

*  Parents'  Day 


For  registration  brochure,  poster  session  guidelines,  exiiibit 
application  or  scholarship  information,  contact:  Parent  Care. 
Inc..  9041  Colgate  Street.  Indianapolis,  IN  46268-1210;  Phone  & 
FAX  (317)  872-9913  Circle  #155 


TECHNCXOGY  INC. 


Circle  #68 


February  1994 


WHAT'S  HAPPENING 


Court  Backs  Private  School  Choice 


The  Supreme  Couit  has  ruled  that  par- 
ents who  place  a  child  with  disabili- 
ties in  a  private  school  because  the 
public  school  system  failed  to  meet 
the  child  s  needs,  may  be  eligible  for 
tuition  reimbursement  under  the  fed- 
eral IiHlividnals  with  Disabilities 
Hcliiccition  Act  (IDEA),  even  if  the  pri- 
vate school  is  not  approved  by  the 
state. 

On  November  9.  1993,  the  court 
issued  a  unanimous  decision  in 
Florence  County  School  District  Four  i: 
Carter,  upholding  a  lov^er  court  s 
order  that  the  Florence  County  (South 
Carolina)  school  .system  reimburse  the 
Carter  family  S35.0O0  for  their  daugh- 
ter  s  three  years  at  the  Trident 
Academy,  a  private  school  for  chil- 
dren Willi  learning  disabilities  that  w  as 
not  approved  by  the  state.  At  issue  in 
the  ca.se  was  whether  or  not  parents 
have  the  right  to  make  a  private 
school  placement  without  school  dis- 
trict ajiproval,  whether  parents  mak- 
ing such  a  placement  can  seek  reim- 
bursement, and  whether  parent;,  can 
be  reimbursed  for  a  placement  in  a 
nonapprovetl  private  .school. 

Shannon  Carter  s  parents  placed 
her  at  Trident  Academy  after  objecting 
to  the  IHP  developed  by  the  Florence 
County  school  district  and  requesting 
a  due  process  hearing.  When  the  due 
process  hearing  determined  that 
the  school  s  lEP  was  inadequate. 


Shannons  parents  filed  suit  claiming 
that  the  school  had  failed  to  meet  its 
obligation  under  the  IDEA  to  provide 
Shannon  with  a  "free  appropriate 
public  education."  The  parents  sought 
reimbursement  for  Shannon  s  tuition 
and  other  costs  incurred  by  her  place- 
ment at  Trident.  The  lower  court 
found  that  the  public  school  s  pro- 
posed program  was  "wholly  inade- 
quate" for  Shannon,  while  the  private 
school  provided  her  with  "an  e.xcel- 
lent  education  in  substantial  compli- 
ance with  all  the  substantive  require- 
ments" of  IDEA. 

The  court  s  opinion,  written  by 
justice  Sandra  Day  O  Connor,  affirmed 
that  public  schools  have  the  responsi- 
bility to  provide  an  appropriate  place- 
ment or  risk  paying  for  whatever 
alternative  placement  the  parents  may 
find.  O  Connor  s  opinion  warned, 
however,  that  parents  who  •change 
their  childs  placement... without  the 
con.sent  of  the  state  or  local  school 
officials,  do  so  at  their  own  financial 
risk."  They  will  be  entitled  to  reim- 
bursement only  if  they  can  convince  a 
federal  judge  that  the  public  program 
violated  IDEA  and  that  the  private 
program  was  appropriate  under  IDEA 
mandates.  O'Connor  al.so  cautioned 
that  total  reimbursement  may  not  be 
awarded  if  the  court  determines  that 
the  cost  of  the  private  educational 
program  was  "unrea.sonable."  ■ 


Physician 
Parents  Wanted 

The  "Hhysician  Access  Project"  of 
New  England's  Information  on 
Disabilities  Exchange  (INDEX),  a 
University  Affiliated  Training  and 
Research  Program  of  the  national 
developmental  disabilities  network,  is 
seeking  physicians  (e.specially  those 
in  New  England)  who  are  parents  or 
relatives  of  children  with  disabilities. 
This  project  is  part  of  INDEX'S  efforts 
to  advocate  for  medical  education 
curriculum  reform  with  regard  to 
treating  people  with  disabilities. 
Doctors  who  have  an  immediate  fami- 
ly member  with  a  disability  are  in  a 
unique  position  to  delineate  the 
changes  needed  in  training  and  con- 
tinuing medical  education  so  that 
appropriate,  responsive  and  knowl- 
edgeable community-based  health 
serv  ices  are  more  widely  accessible  to 
people  with  developmental  disabili- 
ties. INDEX  plans  to  include  panels  of 
such  physicians  to  i^re.sent  their  view- 
points at  several  national  organiza- 
tions' annual  meetings  that  will  be 
held  in  Boston  during  1994.  Any 
interested  physician  who  is  also  a 
parent  (or  sibling  or  child)  of  a  per- 
son with  disabilities  can  contact 
Kathleen  Damon  at  NE  INDEX,  The 
Shriver  Center,  200  Trapelo  Road, 
Waltham,  MA  01254,  (617)  642-0248 
(V/TDD),  (617)  642-0122  (FAX).  ■ 


Students  with  Disabilities  in  Regular  Classes 


The  U.S.  Department  of  Education 
lias  released  a  report  to  Congress 
showing  that  as  of  December  1991, 
more  than  1.6  million  students  with 
disabilities — about  a  third  of  such 
children- -were  being  educated  in 
regular  classrooms.  This  represented 
an  increase  of  almost  100,000  stu- 
dents over  the  previous  year's  total. 

"Hislorically,  wc  have  had  two 
education  systems,  one  for  students 
with  di.sabililies  antl  one  for  cvcrv'body 
el.se,"  said  juditli  Ilcuniann,  assistant 
secretary  for  special  ctkication  antl 
rehabilitative  services.  "We  are  vvork- 
inu  to  create  one  education  system  that 

ERIC 
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values  all  .students.  The  regular  cla.s.s- 
loom  in  the  neighborhood  school 
should  be  the  first  option  for  students 
with  disabilities.  Administrators  and 
teachers  niu.st  receive  the  training  and 
help  they  need  to  make  that  the  be.st 
option  as  well." 

The  report  also  containetl  these 
findings: 

•  The  tvvt)-l birds  ol'  .students  with  tlis- 
abiiities  who  were  not  servetl  primari- 
ly in  regular  cla.s.ses  vv(  iv  in  resource 
rooms  (^S'Mi),  special  clas.ses  (2S%), 
special  schools  (S'MO.  resitlential  facili- 
ties (().«%)  or  hospitals  (0.7"(i). 
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•  While  more  than  78  percent  of 
students  with  speech  or  language 
impairments  attended  regular  clas.ses, 
only  seven  percent  of  students  with 
mental  retardation  were  included  in 
regular  classes. 

•  Within  three  to  five  years  after 
high  school.  20  percent  of  students 
with  disabilities  were  functioning 
independently  in  living  arrangements, 
social  relationships  and  eiiiiiloyinent. 
Another  i.^  percent  were  functioning 
independently  in  at  lea.st  two  of  these 
categories.  Many,  however,  were 
working  at  relatively  low-skill,  low- 
paying  jobs.  ■ 

E.xceptional  Parent  59 


Publications 

•s"  The  FAS  Primer  presents  an 
overview  of  the  physical  and  l>ehav- 
ioral  characteristics  of  individuals  with 
Fetal  Alcohol  Syndrome/Effect.  It  also 
recommends  strategies  for  working 
with  children  who  have  FAS/FAE. 
Contact  the  Fetal  Alcohol  Network, 
158  Rosemont  Ave.,  Coatesville,  PA 
19320-3727;  $6.00  including  postage/ 
handling. 

•s-  The  Staff  is  a  newsletter  published 
by  Aaron's  Associates,  6114  Waterway, 
Garland,  TX  75043,  (214)  226-9855.  It 
has  articles  of  interest  to  children  who 
stutter  and  their  parents.  Many  articles 
are  written  by  children  themselves. 
Subscriptions  are  $15/year  (nine  i.ssues). 

Hope  Through  Research:  Cerebral 
Palsy  is  a  new  brochure  published  by 
the  National  In.stitute  of  Neurological 
Disorders  and  Stroke  (NINDS).  Free 
copies  can  be  obtained  by  contacting 
NINDS  at  9000  Rockville  Pike,  Bldg 
31,  Room  8A-16,  Bethesda,  MD  20892, 
(800)  352-9424. 

•a"  A  "Toy  Resource  List"  that  gives 
developmental  rather  than  chronologi- 
cal ages  for  various  toys  is  available 
from  the  National  Federation  of  the 
Blind.  An  addendum  will  be  available 


in  August  1994.  The  list  is  free. 
Con'act:  NFB  POBC,  Committee  on 
the  Blind  Multi-Handicapped  Child, 
1912  Tracy  Road,  Northwood,  OH 
43619,  (419)  666-6212. 
»a"  Understanding  Klinefelter  Syn- 
drome: A  guide  for  XXY  Males  and 
Their  Families  describes  currently 
available  treatments  and  early  child- 
hood development,  and  offers  advice 
for  parents  on  deciding  whom  to 
tell — and  how  much  to  tell — about 
their  son's  extra  chromosome.  Related 
sections  offer  tips  for  detecting  lan- 
guage problems  early,  helpful  hints 
for  teachers  and  advice  for  parents 
seeking  special  educational  services. 
The  booklet  also  deals  with  adoles- 
cence, testosterone  treatment,  sexuali- 
ty, infertility  and  health  considerations 
that  are  unique  to  XXY  males.  The 
booklet  is  available  free  from  The 
National  Institute  of  Child  Health  and 
Human  Development,  P.O.  Box 
29111,  'Washington,  DC  20040,  (301) 
496-5133. 

»3"  New  publications  from  the  PACER 
Center  (4826  Chicago  Ave.  South, 
Minneapolis,  MN  55417,  612-827-2966) 
include:  Begin  the  Betiveen:  Planning 
for  the  Transition  from  High  School  to 
Adult  Life  ($5.00),  Supported  Employ- 


ment: A  Step-by-Step  Guide  ($8.00)  and 
Speak  Up  For  Health  ($10.00),  a  guide 
for  parents  of  adolescents  with  chronic 
illnesses  and  disabilities  as  they  pre- 
pare their  children  to  make  indepen- 
dent health  care  decisions.  Our 
Children,  Our  Hopes  ($35.00  purchase 
or  $10.00/three-week  rental)  is  a  15- 
minute,  closed-captioned  videotape  in 
which  African  American  parents  of 
children  with  disabilities  discuss  their 
unique  experiences.  All  prices  include 
postage/handling. 

The  Human  Growth  Foundation 
(7777  Leesburg  Pike,  Falls  Church,  VA 
22043,  800-451-6434)  offers  the  follow- 
ing free  publications:  Patterns  of 
Growth,  Growth  Hormone  Deficiency, 
Turner  Syndrome,  Intrauterine  Growth 
Retardation.  Achondroplasia,  Short  & 
OK:  A  Guide  for  Parents  of  Short 
Children,  Short  Stuff  (written  and  illus- 
trated by  a  nine-year-old  boy  with 
growth  hormone  deficiency  about  his 
experience  with  gro'rt'th  hormone 
therapy). 
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SPECIAL  PRODUCTS 
FOR  SPECIAL 
PEOPLE 


I  SPECIAL 
POPUUVTIONS 


Over  4,000  Quality 
Therapeutic  and 
Recreation  Products 

•  Manipulatives/Positioning 

•  Living  Aids/Ride-Ons 

•  Balance  Equipment/Mats 

•  Aquatic  Aids/Sports 
Equipment 

•  Adapted  Furniture/ 
Toys/Games 

•  PLUS...  a  special  section 
featuring  SNOEZELEN...  sensory  stimulation 
products  in  a  positive,  structured  environment 

Prompt  Delivery!  Fully  Guaranteed! 
Low  Cost  Shipping! 

nABHOUSC 

150  No.  MacQuaeten  Plmy.,  Suite  95307  Mt  Vernon,  NY  10550 

CALL  TOLL  FREE  ( 800)  793-7900 

FAX  TOLL  FREE  (800)  793-7922 
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Tke  Helmet 

contiinu'cl  from  page  39 

could  tell  that  he  was  trying  to  figure  out  why  a  three-year- 
old  was  wearing  a  helmet.  As  he  strapped  Mike's  car  seat 
into  the  shiny  new  car  for  a  test  drive,  his  curiosity  won 
out  and  he  asked,  "Why  is  he  wearing  that  helmet?" 

■'It's  for  protection,"  I  replied,  slipping  behind  the 
wheel  of  the  new  car.  "It's  because  I'm  such  a  bad  driver. 
Would  you  care  to  join  us  for  our  test  spin?" 

I  love  my  son,  and  I  am  glad  that  I  came  along  for  this 
bumpy  ride  of  being  his  mother.  Despite  the  peculiar  looks 
we  get,  I  know  Mike  is  more  likely  to  be  physically  injured 
without  the  helmet's  protection  than  psychologically  injured 
by  wearing  it.  Mike's  had  more  than  his  share  of  trips  to  the 
emergency  room,  but  the  helmet  has  saved  him  many  other 
trips.  Perhaps  I've  benefited  as  well — dealing  with  situations 
involving  Mike's  helmet  has  taught  me  a  lot  about  how  to 
handle  people,  and  I've  learned  not  to  worry  so  much 
about  other  people's  perceptions  and  reactions.  ■ 

Joni  Pelta  is  an  at-home  mother,  nxmi  parent  and  active 
volunteer  in  her  children  's  .■ichools.  She  and  her  husband. 
Murray,  reside  in  suburban  Atlanta  and  have  two  chil- 
dren— Mark,  age  si.x  aiui  Michael,  age  four.  Before  becom- 
ing a  "domestic  goddess."  Joni  earned  an  MBA  from  the 
University  of  Southern  California,  was  editor  and  senior 
market  analyst  at  a  newsletter  in  Califimiia  and  worked  as 
a  market  researcher  in  Chicago. 
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CHILDREN'S  PAGE 


Children  in  Becklcy.  West  Virginia 
participated  in  a  niiinher  of  activities 
during  last  October's  'National 
Disability  Awareness  Month. "  Adults 
with  disabilities  t'isited  eL'er\'  class  at 
Cranberry- Prospe rity  El e m e ntary 
School  and  ansnvred  children's  ques- 
tions. Older  students  read  hooks  about 
people  with  disabilities  and  parents  of 
younger  students  borrowed  books  to 
read  with  their  children.  In  physical 
education  classes,  teacher  Susan  Davis 
offered  children  the  opportunity  to 
'experience"  briefly  what  it  is  like  to 
have  a  disability  by  donning  waxed 
paper  glasses,  wearing  ear  protectors 
or  trying  out  adaptiiv  equipment  like 
wheelchairs,  walkers,  crutches  and 
communication  hoards.  Students  were 
also  encouraged  to  put  their  thoughts 
in  writing. 

These  essays  were  written  by 
Amanda  Sears.  Andrea  Black  and 
Dane  Tone}:  students  in  Debby  Aliffs 
second  grade  classnxmi.  Amanda  has 
spina  bifida. 


She 
■one- 


She 


is 
is 


Amanda  Sears,  Dane  Toney  and  Andrea  Black  are  classmates  at  Cranberry- 
Prosperity  Elementary  School  in  Beckley.  West  Virginia. 


It's  hard  getting  up  the  steps.  I 
know  I  liave  a  disability.  When  I 
go  to  the  -Store,  the  other  kids  stare 
at  me.  Mom  says  to  stare  back,  but 
I  don't.  I  try  walking,  but  I  fall 
down,  Sometiines  I  can  walk  20 
steps.  The  doctor  .said  that  I  will 
walk  by  myself  maybe. 

— Amanda  Sears 
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Familiar  Faces 

Would  you  like  io  share  a  fovoritie  candid  snapshot  or 
slide  of  your  child  and/or  Family  with  other  readers  of 
Excepfhnal  Parent?  Send  it  to:  Readers'  Photos,  Exceptional 
Parent,  209  Harvard  Street,  Suite  309,  Broolcline,  MA 
02146.  (Sorry,  photos  cannot  )oe  retum«d.)  On  a  separate 
sheet  of  paper,  write  your  child's  full  name,  age  ot  the  time 
photo  was  taken,  address  and  daytime  phone  number,  and 
identify  everyone  else  in  the  photo.  If  you  like,  you  can  also 
write  a  few  i.«nlences  about  your  chikJ/famity.  Then  look  for 
a  familiar  face  in  an  upcoming  issue! 
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ADAPTIVE  PUY  FOR 
SPECIAL  NEEDS 
CHILDREN 
STRATEGIES  TO 
ENHANCE 
COMMUNICATIONS 
AND  LEARNING 
by  Caroline  Ramsey 
Musselwhite 
(PE042OD)  $27.00 
Adaptive  play  refers  to 
play  that  has  been 
altered  in  form,  complex!- 
ty,  or  intent  to  serve  the  needs  of  children  with  dis- 
abilities. This  book  summarizes  recent  advances 
in  using  play  as  a  learning  tool,  developing  adap- 
tive play  materials,  teaching  specific  skills  through 
play,  and  supporting  the  use  of  play  in  all  settings. 


A 

READER'S 
GUIDE 


A  READER'S  GUIDE 
FOR  PARENTS  OF 
CHILDREN  WITH 
MENTAL,  PHYSICAL, 
OR  EMOTIONAL 
DISABILITIES 
Third  Edition 
by  Coty  Moore 
(WB032OD)  248  pp. 
$14.95 

A  READER'S  GUIDE  is 

an  indispensable  tool  for  

parents,  teachers,  and  librarians —virtually  any- 
one who  needs  to  find  the  most  current,  authorita- 
tive information  in  print  about  children  with  disabili- 
ties. This  useful  annotated  bibliography  lists  more 
than  one  thousand  books  and  other  resources  on 
disabilities.  Each  listing  has  been  carefully  select- 
ed for  parents. 
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CANT  YOUR 
CHILD  SEE? 
A  GUIDE  FOR 
PARENTS  OF 
VISUALLY  IMPAIRED 
CHILDREN 
(Second  Edition) 
by  Eileen  P.  Scott, 
James  E.  Jan,  and 
Roger  D.  Freeman 
(PE041OD)  $23.00 
This  second  edition 
offers  parents  optimistic, 
practical  guidelines  for 
helping  visually  impaired  children  reach  their  full 
potential.  The  crucial  role  of  parents  is  stressed, 
as  is  the  need  for  thair  involvement  and  for  support 
services.  In  easy-to-read  language,  the  book 
examines  the  impact  severe  visual  impairment  can 
have  on  normal  child  development  and  offers  real- 
istic suggestions  for  managing  related  problems. 


CHILDREN 

wHli 

EPILEPSY 

■ 

A  Pan-nl»  Guide 


CHILDREN  WITH 
EPILEPSY: 
A  PARENTS'  GUIDE 

Edited  by  Helen  Reisner 
(WB018OD)314pp. 
$14.95/ 

CHILDREN  WITH 
EPILEPSY  offers  valu- 
able direction  and  sup- 
port to  parents  of  a  child 
with  epilepsy.  With 
chapters  on  diagnosis, 
medications,  daily  r.are, 
family  life,  advoc  icy, 
and  special  education, 
this  book  provides  an  in-depth  look  at  epilepsy, 
and  its  various  treatments,  as  well  as  its  impact  on 
the  child  and  family. 
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CHILDREN  WITH 
TOURETTE 
SYNDROME: 
A  PARENTS'  GUIDE 

Edited  by  Tracy  Haerle 
(WB016OD)340pp. 
$14.95 

This  parents'  guide  to 
Touretfe  Syndrome 
explains  the  disorder, 
including  its  symptoms, 
causes,  and  medications, 
as  well  as  the  disorders 
which  are  commonly 

linked  with  it.  Other   

chapters  cover  family  life,  education,  advocacy, 
and  legal  rights.  Parent  Statements  appear 
throughout,  offering  insight,  advice,  and  encour- 
agement for  the  reader. 
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CHOICES  IN 
DEAFNESS: 
A  PARENTS'  GUIDE 

by  Sue  Schwartz,  Ph.D 
(WB025OD)212pp. 
$14.95 

Parents  of  children  with 
hearing  impairments  face, 
a  difficult  decision  — 
which  method  of  commu 
nication  is  the  most 
appropriate  for  their 
child?  With  its  clear, 

objective  descriptions  of   

the  three  predominant  communication  methods 
CHOICES  IN  DEAFNESS  provides  valuable  guid- 
ance in  sorting  out  the  options. 


DISABLED,  FEMALE 
AND  PROUDI 
STORIES  OF  TEN 
WOMEN  WITH 
DISABILITIES 
by  Hariiyn  Rousso  with 
Susan  Gushee  O'Malle 
and  Maty  Severance 
(GW003EP)  $12.95 
(Limited  Supply) 
Offers  young  women  with 
disabilities  empowering 
role  models  and  the  pow- 
erful message  that  they 
have  full  lives  ahead  of  them.  Offers  parents  and 
educators  a  unique  way  to  help  young  people  leam 
that  making  choices  —  about  school,  work,  family, 
love  —  is  what  being  disabled,  female  and  proud  is 
all  about. 
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DOES  YOUR  CHILD 
HAVE  EPILEPSY? 
(SECOND  EDITION) 

by  James  E.  Jan, 
Robert  G.  Ziegler  and 
Giuseppe  Erba 
(PE036OD)  $22.00 
Written  by  three  well- 
known  pediatric  special- 
ists, this  book  provides 
information  on  the  most 
common  type  of 
seizures,  causes,  .princi- 
ples of  treatment,  inves- 
tigations and  outcome,  with  a  wide  range  of  helpful 
suggestions  from  infancy  to  early  adulthood.  This 
book  is  highly  recommended  for  parents  and 
grandparents  of  children  with  epilepsy,  older  chil- 
dren with  seizures  and  their  siblings,  teachers, 
health  professionals,  and  other  caregivers. 

THE  ILLUSTRATED 
DIRECTORY  OF 
DISABILITY 
PRODUCTS 

by  Monte  Mace 
(TP0260D)  $12.95 
The  Illustrated 
Directory  empowers 
parents  and  persons 
with  disabilities  by 
widening  choices 
about  products.  There  | 
are  many  products 
available  —  if  you 

know  where  to  find  them.  Sadiy,  many  retail  out- 
lets do  not  carry  a  wide  choice  of  products.  This 
Directory  shows  hundreds  of  products  along  with 
names,  addresses  and  phone  numbers  so  con- 
sumers can  get  more  information. 


To  order,  u»>  fhm  order  form  on  page  64,  or  call  1-800-838-1910 
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TROUBLE  WITH 
SCHOOL 
A  FAMILY  STORY 
ABOUT  LEARNING 
DISABILITIES 
by  Allison  &  Kathryn 
Dunn 

(WB028LD)  32  pp.  $9.95 
TROUBLE  WITH 
SCHOOL  is  an  autobio- 
graphical tale  about  how 
one  family  handled  the 
challenge  of 

diagnosing  and  meeting  the  needs  of  a  child  with  a 
learning  disability  (LD).  The  book's  unique  dual 
narrative  allows  the  child  and  parent  to  take  turns 
telling  their  side  of  the  story.  It  takes  a  clear  look 
at  the  warning  signs  and  common  problems  asso- 
ciated with  LD. 


A  fomiV  Story  About 
Utorninj  D(s<*)ilrti« 
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LIVING  WITH  A  I 
PHYSICAL  DISABILITY 

by  Jill  Krementz 
(SS014PD)  $18.00 
Portrays  the  indomitable 
spirit  of  children  who  live 
with  disabilities.  This 
book  is  an  inspiring  gift  of| 
hope  from  12  children 
ranging  in  age  from  six  to| 
16  whose  physical  dis- 
abilities include  blind- 
ness, dwarfism,  paraly- 
sis, birth  anomalies, 
spasticity  and  CP.  Captured  in  text  and  photos, 
these  children  tell  their  own  stories  and  speak  with 
candor  about  their  lives. 


DISABILITY,  PHYSICAl 

CHILDREN  WITH 
CEREBRAL  PALSY 
A  PARENTS'  GUIDE 

Edited  by  Elaine  Geralis 
(WB0l2PD)434pp. 
$14.95 

CHILDREN  WITH 
CEREBRAL  PALSY  is 
essential  reading  for  all 
parents  who  need  to 
learn  about  CP  and  how 
it  will  affect  their  child 
and  family.  Written  by 
doctors,  therf.pists, 
educators,  and  parents,  this  fine  book  offers  the 
perfect  balance  of  information  and  support,  pre- 
sented in  an  easy-to-understand,  compassionate 
style.  It  is  an  invaluable  resource  for  families  with  a 
child  with  CP. 
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COPING  WITH 
CEREBRAL  PALSY 
ANSWERS  TO 
QUESTIONS  PARENTS 
OFTEN  ASK 
(Second  Edition) 
by  Jay  Schliechkorn 
(PE037PD)  $24.00 
Parents  of  children  and 
adults  with  cerebral  palsy 
often  have  many  ques- 
tions that  are  not  satisfac- 
torily answered  by  profes' 
sionals  or  through  the  available  literature.  This 
book  provides  parents  with  answers  to  more  than 
300  questions  that  have  been  carefully  researched 
and  represents  the  author's  40  years  of  experience 
with  parents  of  individuals  with  cerebral  palsy. 
Appendixes  include  a  glossary  of  terms,  a  listing  of 
60  special  videotapes,  and  recommended  readings. 
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TEACHING  THE  YOUNGj 
CHILD  WITH  MOTOR 
DEUYS: 
A  GUIDE  FOR 
PARENTS  AND 
PROFESSIONALS 
by  Marci  J.  Hanson  and 
Susan  R.  Harris 
(PE049PD)  $27.00 
This  easy-to-read  guide 
bridges  the  gap  between 
parents  and  professionals" 
who  wori(  with  movement-impaired  children 
between  the  ages  of  birth  and  three  years.  The 
228-page  book  has  two  purposes;  to  provide  infor- 
mation to  parents  on  how  motor  development  influ- 
ences other  areas  of  child  development  and  to  pro- 
vide teaching  strategies  and  therapy  activities  for 
use  in  the  home. 


THE  WHEELCHAIR  I 
TRAVELER* 

by  Douglass  R.  Annand 
(WT015PD)  $20.00 
A  practical  dictionary  of 
information  for  the  travel- 
er with  a  disability. 
Includes  accessibility  rat- 
ings of  hotels/motels  in 
the  U.S.,  Canada 
and  Mexico  and  useful  | 
tips  for  comfortable 
travel.  Although  written 

for  adults,  it  provides   

helpful  information  for 

parents  traveling  with  a  child  with  a  disability. 


INJURY 

WHEN  YOUR  CHILD 
GOES  TO  SCHOOL 
AFTER  AN  INJURY. 

by  Marilyn  Lash 
(EP006ML)  $7.50 
(includes  s&h) 
To  guide  parents 
through  one  of  the 
most  anguishing  expe 
riences  a  family  can 
undergo,  rehabilitation 
specialists  at  Tufts 
University  School  of 
Medicine  and  the  New  England  Medical  Center 
have  produced  a  guide  of  practical,  clear-eyed 
advice,  written  with  input  from  parents  with  first- 
hand knowledge  of  the  subject.  Seventy-two 
pages  long.  When  Your  Child  Goes  to  School  After 
an  Injury  speaks  in  frank  terms  about  the  issues 
parents  need  to  confront  about  their  child's  future 
schooling,  health  care  and  social  needs. 


When  Your  Child 
Is  Seriously  Injured 

The  EjnotkMUl  lmp»ct  on  fimWcs 


WHEN  YOUR  CHILD  IS 
SERIOUSLY  INJURED: 
THE  EMOTIONAL 
IMPACT  ON  FAMILIES 

by  Marilyn  Lash 
(EP005ML)  $4.50 
(includes  s&h) 
A  40-page  practical 
guide  discusses  the 
hospitalization  of  injured 
children  from  arrival  at 
the  emergency  room 
through  discharge  plan- 
ning for  rehabilitation 
and  home.  Topics  include  preparing  for  hospital 
visits,  reaction  to  loss,  helping  siblings,  and  prac- 
tical suggestions  for  coping.  Developed  by  a 
Family  Task  Force,  it  includes  a  Parents'  Bill  of 
Rights,  resource  listings  and  suggested  readings. 


MENTAL  RETARDATION 

CHILDREN  WITH 
MENTAL 
RETARDATION 
A  PARENTS'  GUIDE 

Edited  by  Romayne 
Smith,  M.A,  CCC-SLP 
(WB007MR)  437  pp. 
$14.95 

This  book  is  a  complete 
guide  to  everything  par- 
ents need  to  know  about 
raising  their  child  and 
meeting  her  varied  med- 
ical, therapeutic,  and 
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educational  needs.  Childrer  with  mild  to  moderate 
mental  retardation,  whether  diagnosed  at  birth  or  in 
early  childhood,  require  more  help  than  usual  in  nil 
areas  of  development,  and  their  parents  need  lo  bo 
well  informed  and  involved  every  step  of  the  way. 
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To  ord«r,  us«  the  order  form  on  page  64,  or  call  f-a00-ff3ff-fgf0 
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DIFFERENCES  IN 
COMMON 

STRAIGHT  TALK  ON 
MENTAL 

RETARDATION,  DOWN 

SYNDROME,  AND  LIFE 

by  Marilyn  Trainer 
(WB009MR)  236  pp. 
$14.95 

In  this  engaging  collec- 
tion of  essays,  Marilyn 
Trainer  draws  on  her 
experience  as  the  moth- 
er of  a  child  with  Down 
syndrome,  now  in  his  twenties.  With  candor  and 
humor,  she  brings  a  fresh,  candid  outloolc  to  the 
challenges,  hopes,  and  fears  of  family  life  —  a  life 
shaped  by  a  child  with  Down  syndrome,  but  one 
which  strilces  a  common  chord  in  all  of  us. 


SPEAKEASY 
PEOPLE  WITH 
MENTAL  HANDICAPS 
TALK  ABOUT  THEIR 
UVES  IN  INSTITU- 
TIONS AND  IN  THE 
COMMUNITY 
by  Karin  Melberg 
Schwier 

(PE044MR)  $16.00 
In  this  unique  and  com- 
pelling collection,  peo- 
ple labeled  mentally 
handicapped  spealc 
honestly  and  powerfully  about  their  lives  in  large 
institutions  and  in  the  community.  Through  inti- 
mate interviews,  the  author  has  captured  the 
dreams,  fears,  frustrations,  and  humor  of  people 
who  were  exiled  for  being  different  but  battled 
social  barriers  to  establish  independence. 
Emerging  from  these  pages  are  colorful,  resilient, 
and  thoughtful  individuals. 


THE  CHILD  WHO 
NEVER  GREW 

by  Pearl  S.  Buck 
Foreword  by  James  A. 
Michener 

(WB008MR)107  pp. 
$14.95 

The  Woodbine  House 
edition  of  THE  CHILD 
WHO  NEVER  GREW 
brings  back  into  print 
Buck's  inspiring  account 
of  her  struggle  to  help 
her  daughter  with  men- 
tal retardation.  New  material  written  especially  for 
this  edition,  amplifies  her  story  and  gives  the  book 
an  important  historical  perspective.  This  landmari< 
book  urges  society  forward  toward  greater  aware- 
ness of  people  with  mental  retardation. 


THE  CONQUEST  OF 
MENTAL 
RETARDATION 

by  Burton  Blatt 
(PE047MR)  $38.00 
(Hardcover) 
The  author  lays  out  the 
basics  of  the  field  — 
history,  classification, 
and  definitions  —  but 
he  also  discusses  con- 
troversies; nature  ver- 
sus nurture,  deinstitu- 
tionalization versus   

institutionalization,  and 

the  educability  hypothesis.  Moreover,  each  of 
these  topics  is  placed  within  a  broader  context  — 
social,  political,  and  moral.  A  single,  powerfully  felt 
conviction  infuses  the  whole:  One's  value  as  a 
human  being  does  not  have  to  be  deserved. 
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SIBUNGSOF 
CHILDREN  WITH 
DISABILITIES 

Edited  by  Stanley  D. 
Klein,  Ph.D.  and  Maxwell 
J.  Schleifer,  Ph.D. 
(EPOOIEP)  $14.95 
Includes  all  the  material 
published  in  Exceptional 
Parent  smce  1971  on  the 
topic  of  relationships  _ 
between  sisters  and  brothers  when  one  child  has  a 
disability.  Features  chapters  by  parents,  siblings 
and  professionals. 
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PUNNING  FOR 
THE  FUTURE 

by  Mari<  Russell 
{AP024OD)  $24.95 
A  comprehensive 
guide  for  parents  of 
children  with  disabili- 
ties. The  400  pg. 
softcover  publication 
provides  all  the  info, 
parents  must  consid- 
er as  they  plan  for 
their  child's  life  after 
their  own  deaths. 

A  comprehensive,  

authoritative  treatment  of  the  subject,  it  contains 
twelve  chapters  and  three  appendices  designed  to 
give  all  the  information  parents  need  to  ensure  a 
happy  and  meaningful  life  for  their  children  after 
they  die.  It  draws  on  the  authors'  extensive  per- 
sonal experience  in  planning  for  families  with  chil- 
dren who  have  disabilities. 
L.  Mark  Russell,  a  co-author,  is  an  attorney  and  is 
one  of  the  nation's  leading  authorities  on  life  and 
estate  planning  for  families  who  have  a  child  with  a 
disability.  Mr.  Russell's  eariier  book.  Alternatives, 
published  in  1983,  has  been  considered  a  definitive 
resource  on  this  subject. 
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SHIPPING  «  HANDLING  CHARGES 
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75c  for  each  additional  item. 


UNIT  PRICE  TOTAL 
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At  Chrysler  Corporation,  we  receive  a  lot  of  letters 
from  satisfied  customers.  While  we  appreciate  all 
of  them,  none  are  more  important  to  us  than  the 
ones  from  people  who  are  facing,  or  whose  loved 
ones  are  facing,  physical  challenges  every  day- 
including  the  challenge  of  remaining  mobile  in  an 
automotive  world. 

After  all,  we  were  the  first  automotive  company 
to  establish  an  assistance  program  for  the  phys- 
ically challenged  —  years  before  most  of  the 
others.  And  since  then.  Chrysler's  Physically 
Challenged  Assistance  Program  (P-CAP)  has 
helped  thousands  of  people  — drivers  and 
passengers  alike  —  achieve  a  lifestyle  of 
independence  and  freedom  that  may  not 
have  been  possible  otherwise. 


CHRYSLER 
'iSl  CORPORATION 


And  now  the  program  offers  you  more  than  ever 
before.  Higher  cash  reimbursoments  —  up  to  $1,500 
for  adaptive  driving  or  passenger  aids  installed  on  new 
Ram  yans  and  Wagons;  up  to  $750  on  all  other  new 
Chrysler  Corporation  cars,  trucks  and  minivans.  Com- 
plimentary three-year  Cross  Country  Motor  Club 
membership.  A  friendly,  knowledgeable  P-CAP  Re- 
source Center  to  help  answer  all  your  questions.  And 
complete  Chrysler  Credit  financing  to  qualified  buyers. 

All  topped  by  more  experience  assisting 
the  physically  challenged  than  any  other 
automotive  company.  So  call  us,  or  contact 
your  local  Chrysler  Corporation  dealer,  for 
more  information.  We'd  like  to  make  it  easy  for 
you  and  your  family  to  get  into  — and  out  of— 
a  new  Chrysler  Corporation  vehicle. 
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For  more  information  on  the  Physically  Challenged  Assistance  Program,  call  us  at  1-800-266-8877. 
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Triple  Xo\xt  Therapy  Options 

The  new  TriStander "  from  Tumble  Forms'  Joes  the  job  of  three  standers.  Its  unique  design  allov.'s  vertical,  firone,  or 
supine  standing,  so  you  can  count  on  a  single  slander  to  meet  a  \  arietv  ot  positioning  needs.  The  height-adjustable 
positioning  modules  .iccommodate  children  troiii  32  to  45  inches  tall,  so  vou  can  use  it  with  a  number  ot  pediatric 
clients,  or  let  it  "grow"  with  a  single  patient.  And  because  one  stander  does  it  all,  you  save  valuable  fltxir  space,  as 
well  as  monevi 

Preston. 

ASISSeFI  HEAmiCARE  COMPANY 


For  more  information  call: 
1-800-631-7277 


P.O.  Box  89.  Dept.  1369,  Jackson.  Ml  49204-0089 


1993  BiSSELL  Heallhcare  Corpofalion 
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Ford  Mobility  Motoring 
Makes  Life  More  Rewarding! 


Ford  Motor  Company  understands  that  a 
physical  disability  doesn't  meon  life  can't  be 
rewarding.  For  many,  there's  no  greater  reward 
than  the  feeling  of  freedom  ond  independence  that 
comes  from  driving. 

That's  why  your  Ford  and  Lincoln-Mercury  dealers 
want  your  achve  life  to  include  a  new  Ford  or 
Lincoln-Mercury  car  or  von  or  Ford  light  truck.  And 
that's  why  the  Mobility  Motoring  Program  was 
created ...  to  make  adapting  your  new  Ford  or 
Lincoln-Mercury  pioduct  easier  and  more  rewarding! 

A  Smoother  Road  to  TmvEL 

Mobility  Motoring  starts  with  a  toll-free  call.  You'll 
know  you've  arrived  when  your  Ford  or  Lincoln- 
Mercury  dealer  honds  you  a  check  for  up  to  $750 
toward  the  instcllction  of  aaaptive  driving  or 
passenger  equipment.  There's  nothing  for  you  to 
send  in ...  ond  there's  no  wairing  for  your  check! 

You'll  also  receive  a  comolimentary  Ford  Cellular 
Telephone  ond  Rocdside  Assistance'  for  the 
durahon  of  the  bumser-to-Pumper  limited  warranty. 


PIOGRAM 

IyFORMATIO\  You  l\' FED  ... 
FOR  ISFORMEl)  DECISIOMS 

The  Ford  Mobility  Motoring  Progmm  also  provides ... 

■  friendly  toll-free  and  special  "TDD"...  information 
line  to  answer  your  questions. 

■  a  list  of  nearby  assessment  centers  authorized  to 
provide  a  "prescription"  for  your  vehicle's 
adaptive  equipment. 

■  a  list  of  local  adaptive  equipment  dealers  and 
installers. 

■  sources  of  funding  which  may  be  able  to  provide 
assistance  /n  QM\m  to  the  amount  you  receive 
from  the  Mobility  Motoring  Program. 

Besf  0/  0//,  ^oii  get  Ford  Motor  Compony's  products 
and  services.  A  Compony  where  quality  and  serme 
ore  always  "lob  1!" 


So  whether  your  life  demands  a  new  Ford  or 
Lincoln-Mercury  car  or  van,  or  Ford  light  truck . . . 
just  call  1-800-952-2248  (for  TDD  users:  1-800- 
TDD-031 2).  You'll  discover  that  Mobility  Motoring 
is  your  kind  of  reward! 

Frii  Mobility  Motor;:!«i  VIdioi 

This  video  shows  how  easy  it  is  to  open  the  door  to 
Mobility  Motoring  rewards.  You'll  meet  people  who 
have  learned  the  process  is  really  simple.  You'll  also 
see  how  Ford  products  adapt . .  for  versotility, 
convenience  and  just  plain  motoring  fun.  Just  ask  for 
your  free  video  when  you  call  us. 

Program  Period 

October  1, 1993  — September  30, 1994 

CuMnw  a  WDonsitle  k'  o  U'ulay  imnimjmiictmHoii  on  fc 
'ao  (Ml  Scstm  Sc^emi  m!',  ixl  mm  may  ttim  o 
'^ngetogiinntntoiviiiios  mhii  leM  stmt  onil  usogt  c/io/ges, 
so  KttptOKt  IS  ooKnc!  io  bt  tligibit  ioi  Ik  (owpI'mMy  foul 
Ceihlot  Jtltphone,  me  Miomi  imsioise  live  m  on  Ofeo  covtitd  by 
tit  hid  Ctkhi  Sysitin  ai    irae  itit  ouKbM  oi  Itost 

■  M  yoiii  litaiti  ki  0  (c:t :'  '"■!  '■  •nifeO  wmti  oM  (omoiit 
semils  of  die  HoodsiJi  Ass  iwe  con  vihicies  avtita  by  me 
...icoln  Coimimni.  f'-Se'^es  Weneo  fo'e  oi  Kill  Com  lecse 
:o/is  bovt  tOlMKi  itrdis 


A       Car,  Va\  or  Light  Trick  ...  Adaptive  Equpmest  ...  ivfi  ()\-tiie-Spot  Cash! 
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"Choosing  to  use  a  wheelchair  is  not  a  failure." 
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A  detailed  look  at  wheelchair  options. 
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EDITOR'S 
DESK 


Stanley  D.  Klein  Ph.D. 

Welcome  to  our  fifth  annual  mobility  guide.  Each  year,  in  articles  like  "Wheeled  Mobility 
Selection:  A  Guide  for  Parents,"  "Doing  What  Works  Best,"  and  "Powered  Mobility  for 
Your  Child,"  we  provide  information  about  wheeled  mobility  and  the  range  of  choices 
available  to  meet  the  individual  needs  of  children  and  teenagers.  Special  thanks  to  our 
friends  at  ABLEDATA  who  provided  information  for  the  article  on  wheeled  mobility  .selec- 
tion and  the  product  directories.  In  addition  to  being  a  database  of  thousands  of  products, 
ABLEDATA  offers  many  services  which  are  described  in  "The  ABLEDATA  Database  of 
Assistive  Technology." 

Parenting  is  what  Exceptional  Parent  is  all  about — about  Paul  J.  Karch  and  his  daugh- 
ter (""Rachel,  Say  'Hi'"),  about  the  Kratz  family's  memorable  trip  to  the  mall  ("Lo.st  in  the 
Mall!"),  and  about  Judy  Horton  teaching  someone  else's  child  about  her  own  ("In  Defense 
of  My  Daughter").  Each  of  these  articles  shares  the  adventures  of  ever>'day  family  and 
community  life  from  the  most  important  experts — parents. 

In  "Our  Civil  War  Over  Residential  Care,"  Richard  Haddad  describes  how  some  par- 
ents and  profe.ssionals  have  "allowed  ideology  to  bury  their  compa.ssion,"  with  the  result 
that  parents  do  not  find  the  help  they  need  to  make  very  complicated  decisions  on  behalf 
of  their  children.  This  article  should  inspire  all  of  us  to  respect  each  other's  choices  and 
appreciate  that  we  share  a  common  goal — the  creation  of  opportunities  and  options  for 
children  and  adults  with  disabilities,  and  their  parents. 

Readers  were  delighted  to  get  to  know  Judy  Heumann,  Assistant  Secretary  of 
Education,  Office  of  Special  Education  &  Rehabilitative  Services  (OSERS),  via  our  interview 
with  her  (Febn-ary  1994).  In  Part  Two,  she  shares  her  perspective  on  policy  priorities  and 
other  challenges. 

In  this  issue,  we  also  are  pleased  to  feature  material  on  health  care  from  Peggy  Mann 
Rinehart — parent,  journali.st,  and  member  of  our  Exceptional  Parent  Editorial  Advisory 
Board.  Our  readers  also  discuss  the  critical  issue  of  health  care  refonn  in  Letters  to  the 
Editor.  As  in  the  past,  we  urge  everyone  to  actively  advocate  for  the  kinds  of  changes 
needed  to  insure  decent  health  care  for  children  with  disabilities  and  special  health  care 
need.s — and  for  all  other  citizens  as  well.  With  this  issue,  we  welcome  another  new  mem- 
ber to  the  Editorial  Advisory  Board — Dina  Loebl  of  New  York  University. 

Meetings 

In  January,  Joe  Valenzano,  Terri  Sutera  and  I  met  in  Washington  with  many  dedicated 
parents  and  profe.ssionals  involved  in  early  inter\'ention  programs  and  other  efforts  to 
serve  children  and  families.  It  was  exciting  to  interact  with  so  many  devoted  people,  to 
learn  about  .services  for  families  and  to  get  feedback  about  the  magazine.  In  this  issue,  on 
the  Children's  Page,  we  are  following  one  suggestion  we  received — that  we  continue  to 
include  materials  from  siblings  as  well  as  children  with  disabilities.  As  spring  arrives,  we 
l(X)k  forward  to  meeting  many  more  readers  at  meetings  throughout  the  country. 

Children's  Art  and  Reader  Photos 

Exceptional  Parent  is  now  using  children's  artwork  to  illu.strate  feature  articles  and 
departments.  We  invite  your  children  to  share  tlieir  work  with  our  readers.  Put  the  pic- 
ture's title  along  with  the  child's  name  and  address  on  the  back  of  submitted  artwork. 

Would  you  like  to  share  a  favorite  candid  snapshot  or  slide  of  your  child  and/or  fami- 
ly with  other  readc  r.s.  •')n  a  separate  sheet  of  paper,  write  youi  child's  full  name,  age  at 
the  time  photo  was  taken,  address  and  daytime  phone  number,  and  identify  everyone  el.se 
in  the  photo.  You  can  also  write  a  few  .sentences  about  your  child/family. 

Send  artwork  and  photos  to:  lixceptional  Parent,  209  Harvard  Street,  Suite  303, 
Brooklinc,  MA  02146. 

Weather  or  Not 

Earthc|uakes,  snowstorms  and  other  disruptive  "natural  events"  resulted  in  the 
February  i.ssue  lx;ing  received  late  by  many  readers.  Unfortunately,  the  production  of  this 
i.ssue  was  similarly  delayed. 
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During  a  3  year  period,  children  grow  an  average  of  2"  in  femur  length, 
1.5"  in  hip  width,  and  2.5"  in  back  height. 

—  extrapolated  from  Humau  Dimi'/isi,.»5  iiiiil  Inlcrior  Spncc 

The  revolutionary  Jay®  GS  Growth  and  Positioning  System  is  designed  to  grow  that 
much  and  more. 

The  system  includes  a  new  growth  Cushion,  a  new  growth  Back,  and  the  Jay* 
Adjustable  Solid  Seat.  Together,  these  components  help  position  the  child's  hips 
and  back  properly  at  every  step  of  the  growth  process.  The  system  is  also  designed 
to  reduce  spasticity  and  tone. 

Call  for  a  free  demonstration  so  that  you  too  can  see  what  a  difference  a  Jay  makes! 
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&  Positioning  System 


Jav  Medical,  Ltd. 
I'.b.  Box  IRhSft 
A  I     Boulder,  Colorado 
MEDICAL  80.W-H656USA 

Toll-free 
(800)  648-8282 

In  Canada,  call 
(HOO)  2h3-33W 


Kxcx'ptional  Parent 


LETTERS 


Letters  to  the  Editor 


A  Lifeline 

Enclosed  are  many  years  of  Exceptional 
Parent  magazines.  We  have  saved  them 
all.  Now,  perhaps  you  can  pass  them  on 
to  someone  else  who  can  use  them. 
Exceptional  Parent  was  truly  a  lifeline  for 
us,  especially  in  the  first  few  years  of 
Karl's  life.  Trying  to  find  out  what  was 
wrong  and  how  we  could  fix  it  seemed 
to  consume  us. 

Today,  Karl  is  24  years  old  and 
lives  in  a  group  home  quite  near  us. 
He  is  a  wonderful  young  man  and  has 
touched  the  lives  of  so  many  people. 
He  has  been  an  altar  boy  at  our  parish 
for  11  years!  He  is  well  known  and 
loved  by  many  people. 

In  December  1991,  we  noticed  a 
small  lump  on  the  back  of  his  neck. 

To  make  a  long 
story  short,  Karl 
was  diagnosed 
with  lymphoma 
and  had  six 
rounds  of  chemo- 
therapy. He  was 
very  sick  with  the 
chemotherapy.  As 
always,  he  was 
cheerful  and  ac- 
cepted what  had 
to  be  done.  We 
lia\'e  learned  a  lot 
from  our  son! 

A.J..  Illinois 


Karl  and  his  girlfriend, 
Gail,  who  lives  in 
another  group  home  in 
the  community. 


Search  Letter  Helps 

I  am  a  big  admirer  of  your  magazine. 
I  never  thought  in  a  million  years  that 
you  would  ran  my  Search  letter,  but  I 
am  so  glad  you  did.  Last  month,  I 
made  contact  with  another  woman 
who  had  a  son  with  Asperger's  syn- 
drome. She  was  the  first  parent  I  have 
ever  talked  to  who  really  understo  )d. 
If  she  started  a  sentence,  I  finished  it, 
and  vice  versa.  I  cannot  tell  you  what 
strength  and  power  that  gave  me. 
Once  again,  many  thanks! 

L.N.,  Oregon 

Health  Care  Concerns 

My  daughter  has  cerebral  palsy  and 
epilepsy.  She  cannot  do  anything  for 
herself  She  is  a  veiy  happy,  smiling 
child  that  knows  no  one  as  a  stranger. 

I  am  <i  low  income  person  who 
'l^'  '^"t  abuse  the  svstem  in  any 
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way.  My  daughter  receives  SSI  and 
Medicaid.  I  have  a  number  of  con- 
cerns about  health  care  reform. 

One  concern  has  to  do  with 
durable  medical  equipment.  In  order 
for  my  daughter  to  be  transported  to 
school,  she  has  to  have  a  wheelchair. 
Medicaid  will  buy  one  new  wheel- 
chair every  five  years.  In  between 
new  chairs.  Medicaid  pays  for  repairs. 
My  daughter  received  her  first  wheel- 
chair in  1989.  Before  school  started 
last  fall,  her  chair  needed  to  be  recon- 
stmcted  to  fit  her,  and  other  parts  of 
the  chair  needed  adjustment  and 
replacement.  The  cost  of  the  new 
chair  in  1989  was  $2,500.  In  1993,  the 
reconstruction  and  other  adjustments 
cost  $3,500.  Why  didn't  Medicaid  just 
buy  a  new  chair  and  save  the  $3,500 
they  put  into  a  worn  out  chair?  My 
daughter  becomes  eligible  to  receive  a 
new  chair  six  months  after  these 
expensive  repairs  on  the  old  one. 

The  government  accuses  people 
of  abusing  the  system.  The  way  I  see 
it  is  that  their  own  rules  cause  abuse! 

P.D.,  Indiana 

■  Thank  you  for  the  article  on  the 
government'.s  proposed  health  care 
plan  and  how  it  applies  to  individuals 
with  disabilities.  I  agree  that  it  is  time 
to  stop  denying  health  care  coverage 
to  individuals  becau.se  they  have  dis- 
abilities, but  there  are  many  other 
questions  we  must  ask. 

The  current  health  care  proposal 
from  our  President  would  stop 
"unnecessary  treatment."  Does  that 
mean  that  if  you  have  a  physical  dis- 
ability, you  won't  be  able  to  get  surg- 
eries or  therapy  just  because  these 
interventions  won't  "cure"  your  condi- 
tion? Will  some  be  more  equal  than 
others  when  it  comes  to  providing 
health  care  to  people  with  disabilities? 

As  the  parent  of  a  son  with  a  dis- 
ability, I  was  ver)'  excited  about  the 
Individuals  with  Disabilities  Education 
Act  (IDEA)  and  the  Americans  with 
Disabilities  Act  (ADA).  It  seemed  like 
so  many  oppoilimities  were  opening 
for  him.  The  IDEA  and  the  ADA  recog- 
nize the  fact  that  all  members  of  our 
society  are  important  and  precious, 
iuit  1  am  suspicious  of  the  President's 
health  care  plan.  1  want  to  know  the 
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truth  now  before  a  doctor  tells  me  that 
my  son  can't  have  treatment  because  it 
won't  "fix"  his  disability. 

Please  join  me  in  writing  to  your 
legislators.  And  don't  forget  to  drop  a 
line  to  the  Clintons  as  well. 

S.M.,  Missouri 

■  I  have  eagerly  been  reading  every 
scrap  of  infonnation  I  can  get  my 
hands  on  concerning  health  care 
reform,  including  the  articles  in 
Exceptional  Parent.  The  more  I 
uncover  about  the  President's  plan, 
however,  the  more  alarmed  I  become. 

As  the  mother  of  three  children, 
t^'O  of  whom  have  disabilities,  there  are 
a  number  of  things  that  I'm  concerned 
about  in  the  President's  plan.  I'm  wor- 
ried that  there  will  be  fewer  specialists, 
and  longer  waits  for  an  appointment 
when  one  is  needed.  I'm  concerned 
that  health  care  will  be  rationed,  creat- 
ing long  waiting  lists  for  hospital  surg- 
eries and  sophisticated  diagnostic  tests. 
My  daughter,  who  suddenly  developed 
cataracts,  would  have  lost  her  vision 
completely  if  she  had  been  forced  to 
wait  that  long  to  have  them  removed. 
Instead,  she  was  in  surgery  less  than 
two  w  eeks  after  we  first  discovered  her 
condition  and  is  now  making  progress 
with  her  visual  skills. 

To  be  fair,  there  are  some  good 
things  about  the  plan  as  well — things 
like  prohibiting  insurers  from  denying 
coverage  or  charging  exorbitant  pre- 
miums to  those  who  have  pre-existing 
conditions  and  making  health  cover- 
age more  available  to  low-income 
people.  I  just  don't  think  the  President 
is  going  about  it  in  the  right  way. 

There  are  a  number  of  other  plans 
iieing  proposed.  You  would  be  doing 
the  readers  of  this  publication  a 
tremendous  ser\'ice  by  informing  them 
about  all  of  the  proposals. 

D.E.C.,  Massachusetts 


Wi  welcome  all  letters  from  readers- 
reactions  to  articles,  suggestions,  opinions, 
complaints.  Write  or  fax: 

Letters  to  tht  Editor 

Exctptlonai  Pannt 

209  Harvard  Street,  Suite  303 

Brooklina,  MA  02146-5005. 

Fax:(617)730-8742 
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Merrill  Lynch  makes  a  difference. 
We  are  the  only  full-service  firm  to  provide  specialized  services 
for  the  deaf  and  hard-of-hearing. 
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The  Difference  Is  Merrill  Lynch. 


Merrill  Lynch  will  help  you  meet  your 
financial  goals  through  our  many  available 
services: 

□  Over  80  Merrill  Lynch  Financial 
Consultants  equipped  with  TTYs  and 
voice  amplifiers  to  provide  access  to  our 
many  financial  products  and  services. 

□  Product  videotapes  with  captions. 

□  National  toll-free  lines  through  TTY  and 
voice  amplification  for  account  inquiries, 
information,  suggestions,  and  free 
publications. 

□  Educational  seminar  program  dedicated 
to  the  deaf  and  hard-of-hearing 
population. 


To  discuss  investment  strategies,  please  call 
Merrill  Lynch.  We  will  put  you  in  touch  with  a 
Merrill  Lynch  Financial  Consultant  who  can 
design  an  investment  plan  that  best  suits  your 
needs. 

The  difference  is  Merrill  Lynch. 
Call  1-800-765-4833  TTY  ext.  6489 

1-800-765-4464  Voice  Amplification 
1-800-637-7455  Voice  ext.  6489 

To  receive  a  free  copy  of  our  brochure,  mail  to: 
Merrill  Lynch  Response  Center 
P.O.  Box  30200,  New  Brunswick,  NJ  08989-0200 
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Address  . 
State  


-Zip. 


Busincs  Phone  (_ 

Merrill  l.vnch  clients,  pleiise  pve  name  and  office  address  ()f  your  Financial 
Consultant:  


6489 
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Merrill  Lynch 

A  tradition  of  trust. 
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Kxtx'ptional  Parent 


=  FAMILY  SUPPORT 
Parents  Search   


Jacobsen's  Syndrome 

We  have  a  28-month-old  daughter 
who  has  been  diagnosed  with  an 
eleventh  chromosome  deletion  at  q 
24.1,  also  called  Jacobsen's  Syndrome. 
Symptoms  include  a  triangularly- 
shaped  head,  high  palate,  congenital 
heart  defects,  developmental  delays 
and  physical  growth  retardation.  Our 
daughter  is  doing  very  well  in  many 
areas,  but  is  delayed  in  gross  motor 
and  speech  skills.  I  am  interested  in 
talking  with  parents  who  have  a  simi- 
larly diagnosed  child. 

E.H. 
Indiana 

Chromosome 
Translocation 

My  five-and-a-half-year-old  son  has 
been  diagnosed  recently  with  a  com- 
plex translocation  between  chromo- 
somes five  and  six  with  some  segments 
flipping  upside  down.  It  is  not  known 
if  genetic  material  was  lost.  He  has  had 
one  positive  and  two  negative  Fragile  X 
tests.  He  has  a  normal  EEC  and  MRI, 
but  has  a  seizure  disorder.  He  also  has 
mild  mental  retardation,  swallowing 
difficulties,  global  developmental 
delays,  speech  difficulties,  a  heart  mur- 
mur and  autistic  tendencies. 

Doctors,  genetic  counselors  and 
NORD  have  been  unable  to  tell  me 
anything  about  my  son's  chromosomal 
abnormality.  They  all  tell  me  that 
there  isn't  another  documented  case 
like  his.  I'd  welcome  information  or 
referrals  from  anyone  who  can  help. 

K.H. 
Washington 

Congenital 
Cytomegalovirus 

Our  two-year-old  son  has  congenital 
cytomegalovirus  (CMV).  Chase  was 
given  the  "orphan  dnig"  Ganciclovir 
or  DHPG  (dihydroxy  propoxymethl 
guanine)  for  six  weeks  after  birth  as 
part  of  the  Ganciclovir  study  at 
Arkansas  Children's  Hospital. 

Chase  has  intracerebral  calcifi- 
cations and  profound  left  sen.sorineur- 
al  hearing  loss,  and  is  developmentally 
delayed.  He  is  in  an  eady  inter\'ention 
program  and  receives  occupational, 
^j,    h  and  pliysical  therapy.  We  are 
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eager  to  correspond  with  other  fami- 
lies who  have  a  child  with  congenital 
CMV. 

P.G.  &B.G. 
Arkansas 

Macroglossia 

As  the  parent  of  a  beautiful  premature 
girl  born  at  28  weeks  gestation,  I  am 
interested  in  finding  parents  of  other 
children  with  a  condition  known  as 
macroglossia,  or  enlarged  tongue. 
Sarah  is  currently  undergoing  genetic 
testing  to  find  cut  if  she  has  any  other 
birth  defects  or  any  of  the  many  syn- 
dromes that  are  sometimes  associated 
with  this  condition.  I  would  like  to 
hear  from  parents  who  have  had  chil- 
dren with  macroglossia  to  find  out 
about  the  treatments  their  children 
receive  and  exchange  experiences. 

C.K.H. 
Ohio 

48XXXX  Syndrome 

Our  four-year-old  daughter  has 
48XXXX  syndrome.  Her  pathologist 
told  us  that  there  are  only  about  thirty 
known  cases  of  this  very  rare  .syn- 
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drome.  Our  daughter  has  a  severe 
speech  impediment.  Her  muscle  tone 
is  low.  and  she  wears  Phillips  splint 
braces.  Her  cognitive  development 
and  fine  motor  skills  are  age  appropri- 
ate. We  would  like  to  know  if  there 
are  otliers  with  this  syndrome. 

N.T. 
Indiana 

Parents  with  Learning 
Disabilities 

My  husband  and  I  have  a  dilemma 
and  don't  know  who  to  ask  for  help. 
We  both  have  learning  disabilities.  My 
husband  is  severely  dyslexic  and  I  am 
mildly  dyslexic  and  dysgraphic.  We 
both  have  been  tested  and  received 
some  assistance  in  overcoming  our 
difficulties.  We  are  now  concerned 
about  our  two-year-old  daughter. 
Considering  our  track  record,  chances 
are  good  that  she  will  also  have  some 
form  of  learning  disability.  We  had 
considered  placing  her  in  a  local 
parochial  school  when  she  is  old 
enough  to  start  kindergarten.  Unfortu- 
nately they  do  not  have  the  capabili- 
ties to  handle  children  with  learning 
disabilties. 
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Skin  Level  Gastrostomy  Feeding  Kit 


i 


Features . . . 


Designed  for  improved  cosmetic 


I  *  Designed  for  easy  placement  and 

^  exchange 

s^r  ,9  Complete  size  range  for  Adults  and 

I  j  Pediatric  patients 

No  ot>turator  needed 


*  Available  with: 

>  PtateinMl  SECUR-LOCK*  Extension  Set 
P    '  .  ;    .  that  yf rlually  •llmlnates  disconnects 
p>  :.       >Hwith  MparatofMdinB  and  medicetion 

h:I  '  V  •  BoiiHi  fsMring  set  for  euy  bolus  feeding 

Superior  baijoon  design 
r         •  8HUR-FORM*b«iloon  system  assures 

i  proper  infMion. 


^9  istoina  measuring  device 

>  Easy  to  reed 

•  Providee  consistent,  accurate 
meiMurnmente. 

^  Made  of  clear  medical  grade  silicone 
material 


ADIVWOJIOf 


MEDICAL 

INNOVATIONS 

CORPORATION 
.BALLARD' 


i  Msdlcsl  Productt 

2060  South  LoiM  pMk  Parkway,  Draper,  Utah 
;l(i01)  S7Z-«N0  •  Fax:  (801) 

MenMemelienCaH:  1-(a00)-<2»-5N1 

Wv«.S.  MM  Net.  4,7WM2  •  4,6aS,W1  •  4,701,163 
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We  need  to  know  at  what  age  she 
will  be  old  enough  to  be  tested  and 
where  the  testing  can  be  done.  I  was 
16  and  my  husband  was  30  before  our 
learning  disabilities  were  properly 
diagnosed.  If  my  daughter  has  inherit- 
ed our  learning  disabilities,  I  have  no 
intention  of  letting  her  go  through  the 
emotional  scarring  we  went  through. 

l-JJ- 
Maryland 

Cart  for  Ventilator 

I  have  a  two-and-a-half-year-old. 
active  son  who  is  on  a  ventilator.  He 


rolls,  sits,  and  is  starting  to  crawl.  His 
therapists  believe  he  will  walk.  I 
would  like  suggestions  for  a  compact, 
lightweight  cart  to  hold  his  ventilator 
and  oxygen  that  would  allow  him  to 
be  independently  mobile. 

D.G. 
Indiana 

Catheterization  Help 

My  granddaughter  was  born  with 
spina  bifida  and  hydrocephalus.  As  a 
result,  she  has  no  bladder  control.  To 
empty  her  bladder,  she  must  be 
catheterizeJ  every  four  hours.  At  pre- 


sent, a  small  feeding  tube  is  being 
used  as  a  catheterizing  device.  She  is 
reaching  the  age  of  adolescence  and 
wants  to  learn  to  catheterize  herself, 
however,  it  is  very  difficult  for  her  to 
insert  the  catheter  in  the  appropriate 
place  while  sitting  on  the  toilet.  The 
visiting  nurse  tried  to  teach  her  one 
catheterization  technique,  but  it  did 
not  work. 

Are  there  readers  of  your  maga- 
zine who  have  had  a  girl  that  needed 
to  learn  this  procedure?  We  would 
appreciate  hearing  from  any  family 
that  would  be  willing  to  share  a 
method  that  worked  for  their  child. 

B.F.S. 
Vermont 

Inclusive  School  Districts 
in  New  England 

We  have  a  six-year-old  daughter  with 
special  needs  who  presently  attends  a ' 
kindergarten  with  full  inclusion.  We 
are  very  pleased  with  her  progress  in 
the  program  and  would  like  to  contin- 
ue a  similar  program.  We  are  trying  to 
relocate  to  New  England  and  seek 
assistance  in  finding  school  districts 
with  full  inclusion. 

J.H. 
Ohio 

Generalized  Dystonia 

My  sixteen-year-old  daughter,  Angela, 
was  diagnosed  with  torsion  dystonia 
at  age  fifteen.  Torsion  dystonia  is  a 
neurological  disorder  characterized  by 
involuntary,  sustained  muscle  contrac- 
tions. This  causes  twisting,  repetitive 
movements  and  abnormal  postures. 
Angela's  dystonia  has  progressed 
throughout  her  body  and  causes  a  lot 
of  pain  in  her  hips.  She  has  spasms, 
jerks  and  tremors  which  accompany 
the  dystonic  movements,  and  is  now 
in  a  wheelchair. 

Adjusting  to  dystonia  has  been 
very  difficult  for  everyone  in  our  fami- 
ly— but  especially  for  Angela.  Since 
generalized  dystonia  is  relatively  rare, 
she  knows  no  other  teenagers  with 
this  condition.  She  is  having  a  difficult 
time  emotionally.  Are  there  any  other 
families  reading  this  who  have  had  to 
learn  to  cope  with  a  non-curable,  pro- 
gressive disability  that  .strikes  their 
child  during  the  teen  years?  I'd  espe- 
cially like  to  make  contact  with  par- 
ents of  dystonic  teenagers. 

L.R. 
(Mlifoniia 
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Super  Light,  Super  Strong, 
Super  Safe,  Super  Simple. ..the 
Columbia  Car  Seat  has  been  the 

#1  choice  since  1986  Thousands  of  Columbia  Car 

Seats  are  now  in  use,  and  we  have  received  some  amazing  crash  stories.  One 
grateful  father  in  Louisiana  sent  a  picture  of  his  badly  crumpled  van  and  said, 
"My  4-year-old  son  escaped  without  a  scratch,  did  not  even  break  his  glasses." 
One  mother  in  Colorado  wrote,  "Thank  you  for  making  such  a  wonderful  car 
seat!  I  really  like  how  comfortable  [my  son]  is  in  it.  On  Dec.  5, 1991,  we  were 
hit  extremely  hard  on  the  passenger  side.  My  6-year-old  son,  a  healthy  65 
pounds,  was  not  hurt  at  all  because  your  car  seat  held  him  so  securely." 
Our  years  of  real  world 


expenence  give  you 
peace  of  mind 
knowing  your  child  is 
comfortable  and 
secure  in  our  seat! 

PLUS  it's  light- 
weight, easy  to  use, 
good-looking  and 
easy  to  care  for! 


TIu-  iiiosl  cr.ish-tesled 
c.H  seal  cU  dilablc... 
p.issi'd  for  children 
tiDiii  20  lo  102  lbs., 
vi'i  \V1  K.llS  1 
ASMLCil.is 
lomp.ii.ilili' 


Ask  for  our  FREE 
Full  Color  Catalog 
of  convenient, 
helpful  products 
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NOW      i  rni  s  i'osm()\i\(,  kiti 


The  Columbia  Car  Seat  is  your  best  value! 

•  The  LIGHTEST  special  car  seat-easy  to  handle! 

•  Fits  easily  into  ALL  vehicles,  no  matter  how  compact! 

•  EXCEEDS  all  Federal  safety  standards! 

•  Approved  for  car,  school  bus  and  even  airplane  travel! 

•  Fits  your  choice  of  4  stroller  bases! 


N.r.^.r^x,         (800)  454-6612 

M^^'CAl-  I).pKl,|-.().l{.u„« 
MI  G.  CORP.    I'.icific  I'.ilisiiiU's,  C'A  W272 
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Lennox-Gastaut 
Syndrome 

Our  22-month-olcl  son.  Benjamin, 
began  having  seizures  at  10  month.s. 
Until  then,  he  had  seemed  to  be 
developing  nomially  except  that  iie'd 
always  seemed  quite  distant  and 
aloof.  He  rarely  made  eye  contact 
with  us.  He  was  not  interested  in  toys 
or  any  form  of  play.  Recently,  he 
began  having  atonic  (drop  attack) 
seizures:  at  one  point  having  as  many 
as  50  per  day. 

His  initial  diagnosis  was  infantile 
spasms,  but  the  doctors  now  say  he 
has  Lennox-Gastaut  syndrome.  I  also 
believe  he  has  auti.stic-like  .symptoms. 
He  is  completely  non-verbal  and 
seems  to  understand  only  his  name. 
He  grinds  his  teeth  occasionally.  As 
for  toys,  he  is  only  intere.sted  in  tops 
or  other  things  that  spin. 

We  are  searching  for  parents  of  a 
similar  child,  or  anyone  with  a  sug- 
gestion as  to  how  I  could  simply  get 
my  beautiful  son  to  look  into  my 
eyes.  It  is  hard  not  knowing  how  to 
get  through  to  him.  Is  there  anyone 
out  there  who  knows  what  we  are 
going  through? 

D.S. &J.S. 
\etr  York 

Bloom  Syndrome 

My  two  children — ages  four  and 
seven — were  recently  diagnosed  v\'ith 
Bloom  syndrome.  Bloom  syndrome  is 
an  extremely  rare  genetic  di.sease  in 
wiiich  children  do  not  grov\-  normally. 
My  children  are  fed  via  G-tube  while 

Family  Support,  Including  Parents 
Ssarch  and  Raspond,  Is  an  opportunity  for 
our  readers  to  exchange  Information  about 
their  practical  experiences  meeting  the  every- 
day challenges  of  life  with  a  child  or  adolescent 
with  a  disability.  We  also  expect  patents  to  ask 
appixjpriate  prc^essionals. 

Please  Indicate  whether  the  letter  Is  a 
search  or  response,  if  a  response,  be  sure  to 
note  in  which  Issue  the  original  Search  letter 
appeared.  Ail  responses  are  forwarded  to  the 
writers  of  the  Search  letters;  some  are  pub- 
lished In  Paranta  Raapond. 

Write  or  fax: 

Parents  Search  or  Parents  Respond 

Exceptional  Pmmnt 

209  Harvard  Street,  Suite  303 
Brookline,  MA  02146-SOOS 
Fax:(617)730-8742 

For  Information  about  specific  disabilities, 
contact  the  National  Organization  for  Rare 
Disorders  (NORD),  100  Rt  37,  P.O.  Box  8923, 
New  Fairfield,  CT  06812,  (800)  999-NORD. 
(203)  746-6518.  Also,  see  "National 
Resources  for  Specific  Disabilities  and 
CondHtons"  In  Exceptional  Parent's  1994 
f^aauroe  Guide  (January  1994) 

ERIC 
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they  sleep  every  night.  Doctors  tell  me 
that  my  daughter  will  never  be  taller 
than  four  feet,  six  inches;  and  that  my 
.son  will  never  be  taller  than  four  feet, 
nine  inches.  We  can  live  with  short 
stature,  but  I  also  understand  that  they 
are  at  risk  for  many  different  types  c^f 
cancer,  usually  occurring  by  age  22.  I 
would  be  very  interested  in  hearing 
from  anyone  with  a  child  who  is  simi- 
larly diagnosed. 

CM. 
New  Jersey 

Werdnig-Hoffmon 
Disease? 

My  daughter  is  27  months  old.  She 
was  diagnosed  with  Werdnig-Hoffman 
disease — also  known  as  Spinal 
Muscular  Atrophy,  Type  I — at  the  age 
of  five  and  a  half  months.  We  are 
unsure  if  this  is  an  appropriate  d'ag- 
nosis  for  her,  becau.se  she  has  done 
extremely  well  and  far  outlived  her 
original  prognosis. 

She  is  healthy,  but  her  muscle 
tone  has  not  improved.  She  has  had 
very  few  respiratory  infections.  She 
has  ab.solutely  no  head  control  and  is 
like  a  rag  doll.  Her  neck  muscles  are 
especially  atrophied.  She  is  extremely 
bright  and  talks  all  the  time.  She  has 


no  facial  weakne.ss.  Her  upper  body  is 
weaker  than  her  lower  body.  She  has 
very  little  use  of  iier  arms,  but  can 
kick  her  legs  and  pushes  with  them 
when  she  is  laying  on  the  floor.  This 
is  unusual  becau.se  Werdnig-Hoffman 
disease  usually  affects  the  lower  body 
more  than  the  upper  body.  She  even 
wiggles  her  body! 

I  would  like  to  correspond  with 
any  parents  who  might  have  a  child 
with  a  similar  condition.  We  have  met 
lots  of  parents  through  the  spinal  mu.s- 
cular  atrophy  organization,  but  our 
daughter  is  different  from  mo.st  of  their 
children.  She  .seenis  floppier  but  also 
has  a  lot  more  movement.  We  would 
appreciate  any  enlightening  informa- 
tion anyone  could  share  with  us. 

J.B. 
Wisconsin 

Arthrogryposis 
Multiplex  Congenita 

My  eight-month-old  daughter,  Rachel, 
was  born  with  two  dislocated  hips 
and  clubfeet.  Her  arms  and  legs  are 
both  ver>'  contracted.  Her  hands  are 
tightly  clinched.  She  does  not  move 
her  arms  or  legs.  Rachel  has  been 
diagnosed  with  Arthrogryposis 
Multiplex  Congenita  (AMC). 


At  Devereux . . . 

a  helping  hand  is  just  a  phone  call  away 

1-800-345-1292 


In  a  nationvi/lde  netvi/ork.  Devereux 
provides  services  to  individuals  of  all 
ages  vjho  have  a  mde  range  of 
emotional  disorders  and/or 
developmental  disabilities. 

Devereux  services  include; 

•  residential  treatment  centers 

•  community-based  group  homes 

•  day  treatment  programs 

•  transitional  living 

•  acute  and  partial  hospitalization 

•  foster  care  homes 

•  family  counseling  and  therapy 

•  in-home  services 

•  aftercare  programs 
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Devereux 
Since  1912 
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l^Europe's  leading  line  of  specialized 
,^J?icycIes,  tricycles  and  tandems 
s^jo^w  available  in  North  America. 
l^etJ  frame.  Duel  caliper;  drum 
faild  coaster  brakes  available. 
i  0sakJa\g  brakes  standard. 
Itatest  styling  and  wide 
r^ihpfce  of  colour 
;^:^6mbinations. 
^^Mbre  than  30  specially 
r;  i^esigned  accessories  to 
%ieet  every  need. 
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CMdretfs 
lau^ter  is 
music  to 
otirears. 

Our  dedicated  staff  at  the 
Kennedy  Kiieger  Institute 
is  devoted  tc  helping  chil- 
dren and  adolescents  with 
physical,  mental  or  educa- 
tional disabilities.  Through 
diagnosis,  treatment  and 
education,  we  can  help 
find  the  key  that  unlocks 
the  future  for  your  child 
and  your  family. 


Kennedy  Krieger  lnstitute...providinq  quality 
services  for  youngsters  of  any  age  with: 


youngsters  of  any  age  \ 

>  Assistive  Technology  Needs 

>  Motor  and  Language  Delays 

>  Metabolic  St  Degenerative  Diseases 

>  Learning  Problems  and  Disabilities 

>  Mental  Retardation 

•  Head  Injury 

•  Birth  Defects 

>  Cerebral  Palsy 

•  Feeding  Disorders 

•  Behavior  Problems 

•  Down  Syndrome 
V.'    er  Special  Needs 

ERIC  


Kennedy  Krieger  Institute 

A  ojntprehcttswc  Tesounx  fat 
chiUrtn  with  Jtutililia 

Call  US  to  talk  about  your  concerns,  slight 
or  severe.  We  can  help. 

(410)  550-9400  / 1-800-873-3377 

707  North  Broadway 

Baltimore,  MD  21205      q^j^^iq  ^45 


Rachel  has  good  head  control. 
She's  very  bright  and  talkative.  She 
can  lift  her  legs  up  by  using  her 
stomach  muscles.  While  on  her  back, 
she  can  bounce  her  legs  by  using  her 
hips.  She  sometimes  moves  her 
thumbs,  toes  and  feet.  Rachel  sits  up 
very  well  without  any  supp  "he 
wears  splints  on  her  feet  anc  i;.">. 
She  uses  her  head,  nose  and  .  ....th 
to  play  with  her  toys. 

I  hope  I  can  hear  from  other  par- 
ents of  children  with  AiVlC.  I  want  to 
know  how  these  children  get  around 
when  they  are  older?  I  don't  know 
much  about  this  condition  and  would 
appreciate  any  infonnation  I  can  get. 

A.J. 

Pennsyli  iiiia 

Celiac  Sprue 

I'm  looking  for  another  parent  who 
has  a  child  with  celiac  spaie,  a  diges- 
tive disease  which  prevents  the  diges- 
tion of  gluten/wheat  products.  I'd 
love  to  hear  from  another  parent  who 
has  a  child  with  this  condition. 

S.L  W. 
Florida 

Myotubular  Myopathy 
in  X-iinked  form 

We  are  trying  to  locate  children  with 
X-linked  myotubular  myopathy  (also 
known  as  X-linked  centronuclear 
myopathy).  We  have  iieen  gathering 
information  on  as  many  affected  boys 
as  we  can  locate  in  iiopes  of  sparking 
an  interest  in  more  research.  To  date, 
we  have  located  20  children  in  the 
United  States  and  one  in  Canada. 

G.S&P.S. 
Texas 


Young  Artists  Wanted 

Exceptional  Parent  is  now  using 
children's  artwork  to  illustrate  fea- 
ture articles  and  departments.  We 
invite  your  children  to  share  their 
work  with  our  readers.  Send  art- 
work to: 

Exertional  Parent 
Children's  Art 
209  Harvard  St.,  Suite  303 
Brookline,  MA  02146-5005 

Put  the  picture's  title,  along  with 
die  child's  name  and  address,  on 
the  back  of  submitted  artwork. 


W^u-cptional  Parent 
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XClPnONAI, 

^  Order  \(>ir  While  Supplies  l:(ist! 


nil'  I^XCFiniO^AI.  FAR!-Vi 

.  199^i''R!';sorKc:iKTru>i^ 

DlKlX  lOKlf  s  or  N  Vl  lONAI  Ol<(, AN,I/\1  IONS, 
Ass()(  I Al  lONs,  PR()I)r(  i  s  cS:  5i!  U\  l.(  I  s' 


\<  r,i  I  t.'i'h  i,  111:    I , 


\  <■,'(/  hi!iu  I,;,  It  ,,i    •';  ,.,/,,,  . 


/  <)  Order  Your  C  (>l)y  of  I  liis  \  ciliiahlc  Resource  Guide 
C'(iU  I-S()()-=>Jy-l91()  or  nidil  in  Jhe  coiiJ)on  heloir 


s  |.0/)S  I'liis  s  1.00  Sliipnio"  ^  11.1 


Mail  to:  lixceptioual  Panmi,  Dept  94BAFC.  P.O.  Box  8045.  Brick.  N]  08723  •  •  •  Or  Cflff  I -800-535- I  9  I  O 

□  Send  mc  copvCs)  ($19.9=;  +  $4.00  S&H)  of  The  lixceptiomtl  Pareitt  1994  Resource  Guide 

□  ClK'ck  Kncloscd  □  Mastercard       Q  Vi.sa 


Accoiinl  NumlxT:  -  -  -  Kxpiralion  Date; 

Signature  

Name 


Adilres.s 
City  


'relciihone  ( 


State. 
I'ax  ( 


.Zip. 
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Parents  Respond 


Asperger's 
Syndrome/Landau- 
Kleffner  Syndrome 

L.N.  (November/December  1993)  has  a 
five-year-old  son  who  was  recently 
diagnosed  with  Asperger's  syndrome. 
Because  of  an  abnormal  EEC  however, 
doctors  are  now  considering  the  possi- 
bility of  LanduH-Kleffner  syndrome 
instead.  L.X.  and  her  husband  were 
desperately  searching  for  information 
about  both  .syndromes. 

While  Asperger's  syndrome  is 
often  referred  to  as  "high  functioning" 
autism,  individuals  with  Asperger's 
syndrome  have  a  less  severe  language 
disorder  than  those  with  more  "classi- 
cal" autism,  many  of  whom  are  essen- 
tially nonverbal.  However,  they  have 
impaired  social  interaction  and  relat- 
edness — they  fail  to  maintain  appro- 
priate social  "distance,"  misinterpret 
subtle  social  cues  and  show  a  lack  of 
true  reciprocity  in  social  attachment. 
They  may  ha\'e  exceptional  rote  mem- 
ory'. Like  mo.st  individuals  with  autism, 
those  with  Asperger's  .syndrome  are 
visual  learners  but  may  have  difficulty 
comprehending  spoken  language, 
particularly  nuance,  subtlety  and 
ab.straction. 

Landau-Kleffner  syndrome  refers 
to  young  children  who  appear  to  be 
developing  normally  in  all  areas — 
including  language — until  about  two 
to  six  years  of  age.  Then,  the  child's 
language  regresses  as  he  or  she  devel- 
ops a  seizure  disorder  which  appears 
to  have  a  focus  in  the  area  of  the 
brain  concerned  with  language.  The 
behavior  of  these  children  may  be 
indistinguishable  from  autism.  About 
half  of  these  children  recover  lan- 
guage function. 

For  more  information  about 
autism  in  general,  write  to  the  Auti.sm 
Society  of  America  at  their  new  loca- 
tion (7910  Woodmont  Ave.,  Suite  650. 
Bethesda.  .MD  20814)  or  call  their 
information  and  referral  number,  1- 
800-328-8476. 

Maiyland 

■  .\ly  .seven-year-old  son,  Da\  ici,  was 
diagno.sed  with  Landau-Kleftner  syn- 
drome (I.KS)  at  age  fi\e.  I  received  a 
great  deal  of  informiition  from  the 
I  'nited  States  Department  of  Health 
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and  Human  Services.  Information  is 
al.so  available  from  CANDLE  (Child- 
hood Aphasia,  Autism,  Neurological 
Disorders,  Landau-Kleffner  and  Epi- 
lepsy, 4414  McCampbell  Dr.,  Mont- 
gomery, AL  36106,  205-271-3947). 

My  son  developed  normally  until 
age  three.  At  that  time,  his  language 
skills  began  to  regress,  and  he 
became  increasingly  hyperactive.  We 
placed  him  in  an  early-intervention 
program.  When  he  was  four,  we  met 
a  .speech  and  language  therapist  who 
recommended  that  we  consult  a  pedi- 
atric neurologist.  By  this  point, 
David's  language  skills  had  regressed 
to  two  words.  He  was  in  "his  own  lit- 
tle world"  and  his  behavior  was  often 
unpredictable. 

An  abnormal  EEC  his  medical 
histor>'  and  two  weeks  of  additional 
testing  in  a  hospital  confirmed  the 
diagnosis  of  LKS.  David  went  through 
a  six-month  regimen  of  injections  of 
ACTH.  His  EEG  normalized,  but  there 
was  no  improvement  in  receptive  or 
expressive  speech.  Around  the  age  of 
five,  his  speech  began  to  return.  He 
al.so  started  to  become  more  interested 
in  the  world  around  him. 

Today.  David  is  in  a  full-time 
learning  support  class,  but  main- 
streamed  for  .several  subjects.  He  is  a 
very  bright  child  and  loves  to  learn. 
He  receives  speech  and  language 
therapy  four  times  per  week.  He  is 
progressing  beautifully,  although  his 
social  development  is  behind  by  sev- 
eral years.  He  has  emerged  from  "his 
own  little  world." 

L.M.P. 
Pennsylvania 

■  The  diagno.sis  of  LKS  means  the 
possibility  of  recover}-  and  a  normal 
life;  I  know  because  my  son  has 
recovered.  He  is  almo.st  10  years  old, 
and  is  in  a  regular  fourth  grade  class. 
He  is  an  honor  roll  .student,  speaks, 
understands  speech  normally  and 
.socializes  like  any  other  child  in  his 
cla.ss.  No  one  would  ever  know  that 
he  once  had  a  problem. 

J.R. 
Alabama 

■  I  ha\e  a  three-year-old  daughter 
who  was  just  diagno.sed  with  LKS.  My 
daughter  talked  at  a  \ery  early  age, 
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walked  before  a  year  and  was  very 
advanced  in  most  areas. 

Pre.iently,  she  is  unable  to  speak 
or  understand  verbal  language.  Some- 
times, she  says  single  words;  other 
times,  she  is  mute.  Her  problem-solv- 
ing skills  are  good,  as  are  her  fine  and 
gross  motor  .skills.  It  has  been  very 
frustrating  for  her  to  be  unable  to 
communicate.  She  does  not  under- 
stand what  is  happening  to  her. 

LA.H. 
Massachusetts 

Parents  with  Disabilities 

C.L.B.  (November/December  199.3)  has 
a  neuro-muscular  disease,  and  is  also 
the  parent  of  ttvo  preschoolers,  one  of 
whom  is  a  four-year-old  boy  with 
autism.  Her  situation  has  become  even 
more  difficult  since  her  husband 
passed  away  last  spring.  She  wondered 
hotv  other  parents  with  physical  dis- 
abilities coped  with  everyday  problems. 

I  am  a  mother  with  multiple  sclero- 
sis and  four  boys  aged  eight,  five,  three 
and  one.  My  eight-year-old  son  was 
recently  diagnosed  with  Attention 
Deficit  Disorder,  but  his  true  condition 
may  be  clo.ser  to  Tourette  syndrome.  My 
five-year-old  .son  was  bom  with  Down 
.syndrome,  and  has  developed  insulin- 
dependent  diabetes,  lactose  intolerance, 
celiac  sprue  and  intestinal  malabsorp- 
tion .syndrome.  I  also  feel  emptiness, 
frustration  and  anger  when  no  one 
seems  willing  to  help  or  understand. 

We  have  tried  to  get  in-home 
medical  re.spite  for  years  and  cannot.  I 
thought  there  was  no  one  el.se  with 
similar  circum.stances,  but  when  I  read 
your  letter  I  cried. 

M.J. 
Illinois 


I!xceptional  I'arent 


■  Your  letter  touched  my  heart.  I  can 
offer  no  advice  or  .sugge.stion.s — only 
empalh\-  and  my  story.  Exceptional 
Parent  has  done  a  wonderful  thing  in 
making  me  aware  that  my  family  is 
not  alone. 

Our  second  son,  Daniel,  was 
born  with  a  rare  genetic  metabolic 
defect.  He  was  medically  fragile  with 
multiple  .severe  '.Usabilities  including 
profound  retardation  and  blindness. 
He  recjuired  aroimd-the-clock  care  for 
his  five-and-a-half  years  of  life. 
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PROGRAM 


Maintain  your 
daily  independence  through  the  General  Motors 
Mobility  Progran\  for  the  Physically  Challenged. 

It  starts  with  a  toll-free  call  to  our  GM  Mobility 
Assistance  Center. 
We'll  identify  your 
local  driver  assess- 
meni  centers,  list 
your  area's  installers 
of  adaptive  driving 
devices  or  vehicle 
n\odifications  and 

suggest  which  GM  cars  and  light-duty  trucks 
might  work  best  for  you. 

Next,  whether  you  buy  or  lease  a  new  GM 
vehicle  or  dealer  demo  model,  we'll  reimburse  you 
for  the  cost  of  adapting  it-or  for  the  reinstallation 
of  your  own  adaptive  equipment-up  to  $1000. 

(Rt'iniburst'ment  for  leased  vehicle  iidiipt.ition  available  only 
upon  lessor's  appriival  to  adapt  vehitlo.) 


We're  making 
every  day 
Independence  Day 


Qualified  customers  can  finance  the  cost  of  the 
vehicle  and  any  modifications  through  GMAC  in  a 
single  transaction  at  participating  dealers. 

The  people  at  GM,  and  GM  dealers  nationwide, 
know  how  important  mobility  is  to  your  everyday 

life.  Call  us  today.  Or 
contact  your  Chevrolet, 
Pontiac,  Oldsmobile, 
Buick,  Cadillac  or 
GMC  Truck  dealer 
and  find  out  how 
the  General  Motors 
Mobility  Program 
can  help  make  every  day  Independence  Day  for  you. 


Call  toll-free:  1-800-323-9935 
(TDD  users:  1-800-TDD-9935) 

1^  Information  on  driver  assessment  centers 
and  adaptive  equipment  installers 

1^  Reimbursement  of  adaptation  costs, 
up  to  $1000 

Financing  available  through  GMAC 
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Exceptional  Parent 


Despite  all  his  problems,  he  was  a 
happy  and  charming  boy — far  ex- 
ceeding any  goal  or  lite  expectancy 
ever  mentioned.  He  met  his  match 
last  April  in  the  forni  of  mononucleo- 
sis and  died  in  my  amis. 

I  developed  a  non-specified  con- 
nective tissue  disease — an  arthritis-type 
condition — during  my  pregnancy  with 
Daniel.  It  caused  loss  of  strength  in  my 
joints.  It  is  in  my  fingers,  wrists,  ellxiws, 
shoulders,  hips,  knees  and  feet. 

With  this  condition,  DaniePs  care 
was  difficult.  I  had  no  secret  for  get- 
ting through  my  days.  I  pushei.  myself 
to  the  breaking  point  daily.  My  love 
and  devotion  to  Daniel  made  it  all 
possil^le  l^ecause  I  never  knew  if  that 
day  would  be  his  last.  We  received 
only  15  hours  of  nursing  respite  care 
per  month. 

Our  youngest  daughter,  Rachel, 
was  the  first  child  in  the  world  to  be 
tested  prenatally  for  Daniel's  condition. 
Her  l)irth  helped  our  family  beyond 
belief.  We  all  had  .something  to  look 
forward  to — her  future.  And  she  gave 
her.  older  brother,  Nathan,  someone 
with  whom  to  share  his  burdens. 

DanieFs  life  was  very  hard  for 
mo.st  of  our  friends  to  bear.  We  lo.st 
most  of  our  friends.  As  you  have 
probably  also  experienced,  people 
iTecome  uncomfortable  with  such  mis- 
fortime  and  really  distance  themselves 
from  it. 

We  will  think  of  you  often  and 
please  find  comfort  in  that.  It  is  all  we 
can  give,  but  it  is  given  with  under- 
.standing  and  love. 

G.R.  &  B.R. 
Oregon 

Undiagnosed 

W.J.R.  &  T.R.  ( Novemher/DecemhL'r 
199.^)  are  looking  for  a  child  who  is 
similar  to  their  1 1  -month-old  son, 
Dakota.  Dakota  is  developm-jntally 
delayed  and  has  dysmorphic  features 
which  include  slightly  protruding, 
wide-spaced  eyes,  low-set  ears,  nose 
with  flattened  bridge,  high  palate  and 
simian-creased  left  palm.  His  heart  has 
an  atrial  ventricular  valve  dysplasia 
with  a  fXKSsihle  mild  AV-valve  stenosis. 
Jixtensive  medical  and  genetic  testing 
has  failed  to  yield  a  diagnosis. 

Our  1,-S-month-old  son,  Michael, 
has  so  many  of  the  .same  characteri.s- 
tics  as  Dakota  that  I  had  to  write 
immediately!  Michael  is  developmen- 
t.illy  delayeil.  He  has  widely  spaced 
Q    :)W-set  ears  which  tilt  slightly  to 
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the  rear,  flattened  bridge,  high  palate, 
low  muscle  tone,  broad  hands  and 
toes.  We  know  of  no  heart  problems, 
but  this  area  of  his  body  has  not  been 
screened.  He  was  bom  with  a  slightly 
malformed  penis  (hypospadias)  that 
was  surgically  corrected. 

At  this  point.  Michaels  neurolo- 
gist believes  that  he  has  Opitz-Frias 
syndrome  (also  known  as  "G  syn- 
drome"'). Yours  is  the  first  case  I  have 
heard  of  that  is  so  similar  to  mine.  I 
also  think  it  is  interestirig  to  note  that 
we  both  live  in  New  Jersey;  this  just 
adds  to  my  personal  theory  concem- 
ing  environmental  factors. 

fP.  &  D  P. 
New  Jersey 


■  You  are  not  alone!  After  reading 
your  letter,  I  just  had  to  write  to  you. 
Dakota  .seems  very  similar  to  my  son, 
Michael,  who  is  also  "undiagnosed." 

Michael  i.s  15  months  old  and  has 
features  that  sound  very  similar  to 
Dakota's.  Michael  has  some  additional 
problems  such  as  bilateral  atresia  of 
the  ear  canals — ^with  resulting  hearing 
loss,  unusual  defects  of  the  left  eye, 
and  atrial-septal  heart  defect.  He  was 
also  born  with  an  omphalocele  (his 
intestines  were  outside  of  his  body) 
that  was  repaired  by  surgeiy  at  birth. 

Michael  also  has  had  every  con- 
ceivable test.  All  have  been  normal 
including  several  high  resolution 
chromosome  analyses.  Of  course,  this 
disappointed  the  doctor  who  was 
absolutely  convinced  that  Michael 
had  Down  syndrome  because  of  his 
facial  features  and  the  simian  creases 
on  his  hands. 

Like  Dakota,  Michael  is  develop- 
mentally  delayed.  He  has  been 
assessed  at  the  six-  to  seven-month 
level  in  all  areas.  He  is  involved  in 
early  intervention  and  has  already  far 
surpassed  what  the  medical  field 
expected  of  him.  We  are  proud  of  his 
every  accomplishment,  and  are  con- 
vinced that  he  will  surpri.se  us  all. 

I  was  most  compelled  to  write  to 
you  because  wc  also  live  in  New 
Jersfiy.  We  have  "toured"  hospitals  in 
New  Jersey  and  Pennsylvania,  search- 
ing for  answers.  The  uncertainty  of 
the  future  is  the  hardest  thing  to  deal 
with.  We  too  are  desperate  for  a 
diagnosis. 

K.C.  &  M  C. 
iXew  feiyey 
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Leber's  Congenital 
Amaurosis 

R.S.  &  V.S.  (Nottemher/Decemlxr  1993) 
are  the  parents  of  five-year-old 
Courtney  who  has  Leber's  congenital 
amaurosis.  In  addition  to  visual  prob- 
lems, Courtney  has  mild  retardation 
with  neurological  and  speech  prob- 
lems. She  is  still  in  dia/xrs  and  drools 
a  lot.  Her  parents  did  not  know  of 
other  children  with  Leber's  who  have 
problems  in  addition  to  vision. 

We  are  the  parents  of  a  four-and- 
a-half-year-old  boy  who  has  been  diag- 
nosed with  ''complicated"  Leber's  con- 
genital amaurosis.  We  don't  know 
Jon's  visual  acuity,  but  suspect  he  is  in 
the  20/100  range.  He  is  very  interested 
in  books  with  large  print,  and  he  is 
able  to  manipulate  a  computer.  He 
uses  a  white  cane  for  better  mobility  in 
outdoor  or  unfamiliar  surroundings. 
Jon  is  also  profoundly  deaf  and  was 
diagnosed  with  "floppy  baby  syn- 
drome" (hypotonia)  when  he  was 
about  six  months  old. 

At  about  six  months  of  age,  we 
enrolled  Jon  in  a  "generic"  early  inter- 
vention program  and  registered  him 
with  the  New  Jersey  Commission  for 
the  Blind.  When  he  was  14  months  old, 
we  transferred  him  to  an  early  inter\-en- 
tion  program  designed  specifically  for 
children  with  visual  impaimients. 

Shortly  after  beginning  this  pro- 
gram, Jon's  hearing  was  te.sted.  Just 
before  his  second  birthday,  we 
learned  he  was  deaf.  So  we  found 
another  early  intervention  program — 
this  one  for  deaf  and  hearing  impaired 
children — and  Jon  went  to  both  pro- 
grams for  one  year.  It  was  a  hectic 
pace,  but  certainly  worth  it!  At  the 
program  for  visually  impaired  chil- 
dren, he  learned  to  use  the  vision  he 
has  and  developed  orientation  and 
mobility  skills.  At  the  program  for 
hearing  impaired  children,  he  began 
to  learn  sign  language  and  develop 
interpersonal  skills.  He  is  now  in  his 
second  year  of  preschool  at  the 
school  for  deaf  and  hard  of  hearing 
children,  and  we  .still  receive  .support 
services — a  teacher  of  the  visually 
impaired,  orientation  and  mobility 
instruction,  computer  specialists  and 
physical  education  consultant — from 
the  Comnii.ssion  for  the  Blind. 

Jon  has  come  such  a  long  way  in 
his  short  lifetime  and  we  are  .so  very 
proud  of  his  accomplishments!  None- 
theless, we  often  feel  that  his  diagno- 
sis has  isolated  us  from  both  blind 
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DIAFOODS  THICK-IT 
brings  the  joy  of  eating 
back  to  people  with 
swaHowing  problems. 


Here's  the  solution  for  [he 
millions  of  young  and  old 
who  need  modified  consis- 
.\enci,es  to  enjoy  eating. 

DIAFOOpS  THICK-IT 

when  mixed  with  hot  or' 
cold',,  thick  or  Ihm  liquids 
and  pureed  foods,  pro;. 
"duces  any  desired  consis- 
tency quickly  easily  and 
contrcllably  But  it  does  not  '■. 
change  the  taste  or  aprxDar- 
ance  of  the  food  it  thickens 

'  DIAFOODS  THICK-IT  adds, 
sixteen  calories  per  tatile- 
spoon  for  nourishment  but 
IS  very  low  in  sodium  for 
(jeople  on  s^vimm 


restricted  diets  And  it 
helps  hydrate  patients 
because' it  will,  not  bind 
water  or  fluids. 

DIAFOODS  THICK-IT  is 

the  market-maker  and  the 


selling  b(Sn6  of  Instant 
Food  Thickener  It  is  rec- 
ommended t)y. speech  and 
language  pathologists, 
'dietitians and  nuTr  itionists 
in  hospitals,  nursihg  homes 
and  rehabilitation  facilitie.s 
across  th^e  count ry_ 

foi  product  htoratuK;  ..inti 
advice,  a  free  sampif;  . 
and  information  where 
DIAFOODS  THICK-IT  ni,  iy  .. 
t)e  pui.chased.  calk .. 
(800)  333-0003. 
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The  joy  of  anticipation  was  all  over  his  face...Troy's  dad  was  taking 
the  training  wheels  off  his  bike.  His  dad  helped  him  get  started...then, 
he  let  go... and  Troy  was  doing  it,  he  was  riding  all  by  himself! 

Troy's  father  knew  that  sometimes  the  hand  that  helps  most  is 
the  hand  that  lets  go.  So  did  the  parents  of  Sean,  a  young  boy  with 
multiple  disabilities. 

Sean  was  13  years  old  when  he  arrived  at  Heartspring's  residential 
school.  He  was  unable  to  tolerate  being  around  a  lot  of  people.  Crowded 
rooms  or  noisy  hallways  frightened  him.  He  couldn't  seem  to  participate 
in  the  real  world. 

From  the  very  beginning,  Heartspring  staff  worked  with  Sean's  par- 
ents, school  districts,  and  other  professionals,  setting  goals  so  he  could 
gain  the  independence  he  needed  and  return  to  his  home  community. 

Now,  four  years  later,  Sean  attends  public  high  school  classes  for 
a  couple  hours,  then  goes  to  work  at  a  restaurant  on  the  campus  of  a 
local  state  university.  He  has  learned  to  tolerate  walking  in  hallways 
that  have  over  1,000  students  on  their  way  to  class!  Currently,  staff 
are  working  on  other  needs  Sean  has  to  ease  his  transition  from 
Heartspring  to  his  home  community. 

Like  Sean,  all  children  who  inter  the  doors  of  Heartspring  are 
guided  to  discover  a  greater  ^ense  of  independence,  confidence,  and 
the  ability  to  reach  for  their  potential.  Our  individualized  programs  and 
personal  care  help  children  with  disabilities  make  it  through  many  of 
the  challenges  they  face  growing  up. 

If  you  know  a  child  who  needs  help  making  a  transition  into  the 
real  world,  call  Heartspring  today:  1-800-835-1043. 
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and  deaf  communities.  It's  hard  to 
relate  when  Jon  doesn't  naturally 
"slide"  into  either  group.  Though 
legally  blind,  he  has  good  usable 
vision  and  will  probably  read  large 
print.  On  the  other  hand,  his  deafness 
prevents  him  from  using  many  of  the 
other  aids  for  visually  impaired  indi- 
viduals such  as  radios,  books  on  tape 
and  talking  computers.  We  have  felt 
more  at  home  with  the  deaf  commu- 
nity, although  Jon's  vision  impairment 
complicates  his  communication  skills. 

I  also  have  met  several  parents  of 
children  with  Leber's  and  most  of 
these  children,  as  you  have  found, 
have  only  vision  impairments.  I  do 
know  of  two  other  families  whose 
children  have  "complicated"  Leber's, 
but  these  complications  do  not 
include  deafness.  I  belong  to  parent 
organizations  for  the  deaf,  blind  and 
deaf/blind,  but  I  have  not  yet  met 
anyone  with  a  child  like  Jon. 

K.G&J.G. 
New  Jersey 

■  I  have  an  eight-year-old  daughter 
with  Leber's  congenital  amaurosis. 
Lauren  seems  to  have  much  more 
involvement  than  your  daughter.  We 
know  that  Lauren  has  usable  vision 
but  don't  know  how  much.  Like 
Courtney,  her  vision  has  improved 
since  she  was  younger.  Lauren  is  non- 
ambulatory and  non-verbal.  She  has 
severe  mental  retardation.  She  has 
had  intractable  seizures  since  she  was 
about  two-and-a-half  years  old. 

You  mentioned  problems  with 
drooling  and  diapers.  Lauren  always 
drooled  a  lot  but  in  the  last  two  years, 
this  has  improved  a  lot  through  no 
specitic  intervention.  Lauren  wears 
pull-up  diapers.  A  teacher  suggested 
we  try  potty  training  about  a  year 
ago.  I  thought  she  was  crazy,  but  we 
tried  it.  It  wa.s  leally  more  like  "potty 
timing,"  but  Lauren  does  surprisingly 
well  considering  that  she  cannot  com- 
municate her  need  to  go.  The  pull- 
ups  are  much  easier  to  put  on  and 
take  off  than  diapers.  Since  Lauren 
can  stand  well  with  balancing  suppt^rt 
this  really  has  made  life  easier. 

G.r. 
Xew  fetsey 
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You  can 
get  a  copy  of 
the  maga:mie  k 
that  helps  you 
parent  your 
child  with 
^disability 
tS^mes  a 
year!!!  ^.^-y:;: 


Titaf^s  right. 

Exceptional 
Parent 


magazine  will  wmi^j 
you  the  information! 
you  want  and  need 
monthly! 


Exceptional  Parent 
12  times  a  year!!! 

Yes,  I  want  to  subscribe  to  Exceptional  Parent  magazine! 
Ul  One  Year  (12  issues)  for  S24'. 
Q  3  Years  (36  issues)  for 

'I'Sfuiidn         Canada  S.W  per  war.  Other  foretftn  countries  S33  per  year. 

□  Bill  me 

Q  Check  enclosed  ( use  separate  envelope) 
To  order  by  Credit  Card  call:  1-800-247-8080 
Please  send  my  subscription  to: 

Name   


Address 


Citv. 


State 


Please  allow  4-6  weeks  for  delivery. 


Zip 


34C 


Exceptional  Parent 
12  times  a  year!!! 

Y©Sy  I  want  to  subscribe  to  Exceptional  Parent  magazine 
One  Year  ( 12  issues)  for  $24*.  .^^^PT^^^Bi 
Q  3  Years  i.36  issues)  for  $54*. '^^m^^^M^H 

'CSfiinck  only.  Canada  S.W  per  year.  Other  foreinn  countries  S33  per  year. 

□.  Bill  me 

Check  enclosed  < usi-  separate  emvlope) 
To  order  by  Credit  Card  call:  1-800-247-8080 

Please  send  my  subscription  to: 

Name   


Address 


City  State  Zip  

Please  allow  *^-6  uveks  for  cieltivr\-  344 
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That^s  right-. 

Exceptional 
Parent 

magazine  will  bring 
you  the  inforrnation 
you  want  and  need 
monthly! 


-  Ix>oik^&>r^  our 
new  departments: 

Fathers' Voices, 

^^TRoJte  M 

Point/QfVi^, 

^  /and 

Cojdporations 
Who  Care. 


See  reverse  side  for  subscription  details 
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Introducing  the  Zippie  2-.  tlie  cliair  that  not  only 
grow  s  w  ith  kids,  liut  goes  witii  tiieni  tool 

At  tlie  lieail  of  the  Zippie  2  is  a  eonipleteiy  new 
frame  design,  w  ith  a  folding  back  and  cro.sshrace.  So 
the  Zippie  2  folds  Hat  for  easy  transportability  to  all  the 
places  kids  need  to  go.  School.  Grundiiia's  house.  The 
ball  game.  All  w  ith  a  ride  that  fe-els  more  like  a  rigid 
than  a  foldablc. 

Hut  of  course,  it  wouldn't  be  a  Zippie  if  it  w  asn't 
grow  able.  So  the  Zijipie  2  has  an  inno\ati\e  new 
grow  th  system,  with  a  replaceable  folding  crossbrace  to 
incrca.se  witlih.  and  an  adju.stable  .seat  back  that  grows 
in  depth.  The  Zippie  2  gives  kids  the  fit  -  and  the 
options  -  they  neeti.  throughout  their  childhood  years. 

The  Zippie  2  from  Quickie.  l"or  kids  w  ho  are  on 
the  go.  and  on  the  grow. 

O    rcle  #92 

ERLC 


QUICKIE 

The  RealChair  r'eople. 


I  klii  Ik'ilnlcli. 

I'dlVIII 

"Ihc  '/.ij>l>w  J  i.< 
I'Ciffcl  iiiil  liisi  for 
Hiimhc.  hill  fur  Ihc 
irhiilc feiiiiily  li'f  ctixr 
lo  (kIIiisI  fur  htr 
fiiiiirlh  iiihl Jiil(h  J!til 
ciiiiiifih  If  fu 
iihyuIh-iv  " 
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I  SUNRISE 

OUICKIE 

JfMrto  CA9J'y'  U/S 


WHAT 


t 


"Wheels"  give  Mm  the/reeclom  to  move  ahead. 

;  by  I^thy,  OiS^n 


Standing  ii^t^m  tk the i^oiirch parking' ht  ^n"^ 
acqtuiinum^^M,  "]ibepr»tfyfnt4th  cQnfine^to  '  i 


„  tmrtmipi^ie^ly  cft 

def^mh^^'ps.\iJtfm^fttf0ea,^  Brm,  who 
Jfos^^i^fy^f:  %m  tmw^  h%s  bktckxtnd  red 

i^m^  means  trUfpM. 

to  catl  thai  'Wing" tt 


wbe0tcimry  t<;0«0^!m^p^nt0elput  that  Biian^ar 
imeiot^mfH]^^^^>^fi/0niiutofit  because  m 
walking  is  <«^<?tS^^g4s^^«s/bM^,  /  QOuld  have  mtd 
thatf)&nemr^^]fre9ttb^t 
TH''^^'  HN^'w  $feeii,  tb^'m Jun^t  least,  ibatf 
wbaL&ian's  amis  and°achQn^  tell'^me  I  could  have 
said alltbt^  butldidnt  I^fiiend'^  casual  question 
umfikee^pronoit^fkieme^toffMre 

I  now  realize  that  tbeyailure  I felt  at  my  friend's 
words  that  day  Just  wasn 't  real  fhoosmg  to  use  a 
wbe^lcbait  ismot  a  failure  Failure  nwAnsfadin^  to  do 
what  wofia  best 
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hen  Brian  was  liorn  on  June  16, 
1982,  with  a  myelomcningeocele, 
we  didn't  realize  that  spina  bifida 
would  be  the  lesser  of  his  prob- 
lems. When  he  was  one  month 
old,  he  began  having  episodes  of  apnea — 
he  stopped  breathing  when  he  cried.  The 
apnea  turned  out  to  be  a  symptom  of 
Arnold-Chiari  .syndrome,  a  malfomiation  of 
the  brain.stem.  Brian  underwent  three  major 
brainstem  surgeries  in  his  first  three  years. 
This  caused  additional  developmental 
delays.  upper-i:)ody  weakness  and  range-of- 
motion  lo.ss  in  his  amis. 

Unrealistic  Expectations 

By  eighteen  months.  Brian  was  .standing 
with  support,  and  we  planned  to  .start  gait 
training  when  he  was  two  years  old.  My 
<  '•  pectations  for  his  progress  v^•ere  ba.sed  on 
111;  knowledge  of  older  children  who  had 
waist-level  spinal  lesions  like  his.  I  saw 
these  children  getting  up  and  down  from 
the  floor  and  walking.  I  believed  that  Brian 
would  follow  a  similar  pattern.  Naively.  I 
thought  through  the  timing  of  having  a  sec- 
ond child — Brian  would  get  braces  at  this 
time;  he  ll  anilnr.ite  at  some  later  time;  after 
that,  we  could  have  a  baby. 

Pediaps  it  was  o\  er-eagerne.ss,  or  hesita- 
tion to  make  predictions.  Whatever  the 
cause,  professionals  ne\er  gave  u-  any 
lower,  more  reali.stic  expectations  to  counter 
our  obscn  ations  of  other  children  with  .spina 
bifida.  I  undcnstand  that  low  expectations 
niiiy  hinder  progress,  but  uniealistic;illy  high 
expectations,  as  we  learned,  may  lead  to 
burnout  :'nd  failure. 

A  torturous  year 

When  Brian  st;irted  g;iit  tniining.  he  was  a 
highly  verbal,  friendly  and  cheerful  two- 
year-okl.  The  next  year  of  our  lives  w  as  tor- 
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tumus.  There  were  no  qualified  thera- 
pists in  our  area.  \X'e  l)ejiaii  by  no'mg 
to  a  city  two  hours  away  and  workinj? 
with  a  j^ood  pediatric  tiierapist  e\'eiy 
day  For  a  week;  after  tiiat,  we  were 
on  our  own.  I  became  Brian's  priniaiy 
therapi.st. 

W'e  worked  e\er>'  day  for  tiiree 
montiis  Ix'lbre  Brian  took  an  una.ssist- 
ed  step.  These  daily  therapy  periods 
included  crying,  episodes  of  apnea 
and  my  frustration  and  anger.  I 
thought  that  his  .slow  progress  was 
my  fault.  I  thought  that  I  had  to  put 
Brian  through  an  emotional  wringer 
to  help  him  "work  through  the  fear."  I 
wish  I  could  go  back  and  era.se  .some 
of  tho.se  experiences. 

Of  course,  there  were  happy 
moments.  Kvery  flicker  of  success 
brought  overreactions  of  joy  and 
praise.  1  baked  a  cake  and  invited 
friends  over  to  celebrate  those  few. 
hard-won  steps. 

After  six  months.  Brian  could  take 
three  unsteady  steps.  He  showed 
much  courage,  but  his  fear  and  total 
lack  of  desire  to  walk  were  moimtains 
we  had  to  climb  daily.  After  a  year, 
he  walked  fifty  feet,  but  it  reciuired 
fifteen  minutes  and  constant  coaxing. 

Blowing  the  Whistle 

When  Brian  turned  three,  the  consult- 
ing therapist  suggested  teaching  iiim 
to  get  up  and  down  from  the  floor. 
Almost  e\er^-  time  we  went  through 
this  exercise,  Brian  would  cry  and 
haw  apnea.  .As  his  "therapist."  1  felt 
dri\en  to  work  through  this  agony, 
but  my  motherly  instincts  wanted  to 
protect  him. 

Finally,  the  truth  became  ob\  ious. 
Afier  three  \ears  of  reading — in 
Exccplioiuil  Parent  and  elsewhere — 
that  parents  need  to  make  the  final 
decisions  regarding  their  child's  treat- 
ment. 1  realized  that  it  was  time  to 
blow  the  whistle.  It  had  come  down 
to  a  choice  between  being  a  good 
therapist  or  a  good  mother.  I  was 
sure  of  my  decision;  I  was  ready  to 
throw  the  braces  and  walker  out  the 
wvidow. 

The  therapist  con\inced  me  to 
coiii[)r()iiii.sc.  .She  hati  seen  chiklren 
change  their  attitudes  and  .st;irt  mak- 
ing nipid  progres.s  when  they  turnetl 
six  or  ,se\  en.  W'e  agreed  to  .step  back 
to  ;i  more  comfoilable  .schetlule  anti 
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g  on."  W'e  stopped  working  on 
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new  skills  and  cut  down  on  Brian's 
walking  time,  but  kept  using  the 
standing  table  in  order  to  .strengthen 
his  bones. 

Braces  an^^  Burnout 

Our  experience  with  biimout  taught  us 
.some  \  er\"  important  les.sons: 

•  Parents  decide:  With  therapy,  as 
with  e\ery  other  aspect  of  the  child's 
treatment,  we  are  the  be.st  judges. 

•  Therapists  aclrise:  IMiysical  thera- 
pist.s — like  ;ill  professional.s — ha\e  a 
responsibility  to  entourage,  to  moti- 
vate and  even  to  press  the  parents; 
but  they  are  limited  in  their  knowl- 
edge of  the  whole  child.  Consider  the 
therapy  .schedule  as  ath'ice.  not  law. 

•  I'se  a  therapist,  or  he  prepared: 
Therapy  mu.st  be  reinforced  at  home, 
but  tiy  to  ha\'e  a  qualified  physical 
therapist  do  the  primaiy  work  with 
the  child.  If  you  must  be  both  thera- 
pi.st ;ind  parent,  pkiii  carefully.  Know 
how  you  will  appro;ich  difficult  i;isks, 
when  you  will  push  ami  how  to 
m;ike  it  a  positive  experience  for  '.he 
child. 

■/(»/).  lo-  wtir ol'.l  IMini  siiif^hifi  "Spltsk  SfMsh  " at  1992  Tiileiil  Show. 
Center  /iritin.  at  tijuc  (>.  fiii  tiiivil  at  liirdircll  School's  Wcsteni  Hay. 
litittoiir  limiii.  iifii' 1 1,  with  Imither  Mark.  9.  displaying  his  prize  catfish. 
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•  Blow  the  whistle:  Wlien  the  diild  is 
suffering  iindiie  stress,  take  responsi- 
bility for  stopping  or  changing  tlie 
therapy  regimen. 

•  Take  one  step  hack-  For  Brian,  step- 
ping back  to  a  less  stressful  routine 
boosted  his  confidence.  Continually 
asking  for  "just  a  little  bit  more"  can 
make  a  child  feel  that  he  is  never 
quite  good  enough. 

•  Let  the  child  initiate  progress:  Our 
scaled-back  therapy  regimen  gave 
Brian  an  opportunity  to  begin  a  new 
challenge  when  he  felt  ready,  rather 
than  always  feeling  one  step  behind. 


•  Communicate  with  the  therapist: 
The  therapi.st  will  ne\er  have  a  com- 
plete picture  of  your  child  without 
your  feedback.  Communicating  our 
stress  better  and  sooner  would  ha\e 
saved  us  some  grief 

•  Take  time  to  live:  XX'ith  all  the  med- 
ical, dental,  optical  and  therapy 
appointments  Brian  faces,  ifs  impor- 
tant for  us  to  emphasize  that  he 
should  take  time  to  enjoy  life,  even  if 
that  means  slowing  down  the  therapy 
proce.ss, 

•  AJfinn.  Affirm,  Affirm/  We  continu- 
ally tell  Brian  and  ourselves  that  we 


Take  a 
Firm 
Position! 


Thipe  tiiociels,  three, colors,  riigged, 
durable'  ligh.tweighl.  more  iL^n  . 
twenty  positioning  feature^Wree 
.year  warranty. 


"Convaid  Cruisers"  .  .  .  firm  positioning  buggies 
for  children  with  special  needs. 

Your  chilli's  comfort  is  assured  by  the  care  and  conshnction  that 
goes  into  every  Convaid  Cruiser  because  the  patented  fold  of  the 
Cruiser  f^ives  your  child  firm  }K)sitiotm^.  In  fact,  the  more  your  child's 
body  weight  presses  down,  the  firmei  the  upholstery  becomes. 
When  you  travel,  the  Cruiser  folds  easily  to  fit  into  your  trunk  or 
backseat. 


Convaid 

PRODUCTS  INC 


P.O.  Box  2458/  Pales  Verdes,  Califdmia  90274 

310-539-6814  /  1-8lX)-552-1020  TOLL  FREE 

FAX  310-539-3670  ^  , 

Circle  «16 
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are  doing  our  very  best  with  a  very 
difficult  job. 

Moving  Forward 

For  the  last  five  years,  Brian  has  been 
mainstreamed  in  a  public  elementar\' 
school.  He  maintains  above-average 
grades  and  sings  in  the  annual  school 
talent  show.  For  the  first  three  years,  he 
walked  in  braces  briefly  during  adap- 
tive physical  education  classes  and 
.stood  in  a  standing  table  for  one  hour  a 
day.  In  third  grade,  realizing  that  walk- 
ing was  .still  too  slow  and  demanding  to 
be  practical,  we  decided  to  continue 
having  Brian  .stand  for  one  hour  a  day 
at  school  while  using  a  wheelchair  for 
all  mobility'.  That's  the  way  he  likes  it, 
and  it  has  worked  ver\'  well. 

Interestingly,  as  we  were  choosing 
the  pictures  to  accompany  this  story, 
Brian  eliminated  all  the  pictures  that 
showed  him  in  his  braces.  He 
explained  that  he  would  be  embar- 
rassed for  others  to  see  him  with 
braces  and  a  walker.  "They  would 
think  there  was  something  really  wrong 
with  me."  he  said.  So  much  for  project- 
ing our  viewpoints  onto  our  children! 

The  bottom  line  is  that  Brian  has 
never  had  any  desire  to  ambulate  with 
iiraces,  and  still  doesn't.  He  .seems  to 
know  what  he  can  do  and  is  .satisfied 
with  that.  Because  of  his  daily  .stand- 
ing, he  maintains  the  potential  to  walk 
if  he  changes  his  mind.  We  endan- 
gered that  potential.  howe\er,  by  dri- 
\  ing  ourselves  too  hard. 

Meanwiiile.  Brian  pitches  for  his 
class  kickball  team,  collects  ba.seball 
cards  and  dreams  of  becoming  a  radio 
sportsca.'-.ter.  For  us.  taking  one  step 
back  brought  us  two  steps  fonvard — 
happier  and  more  ready  to  face  the 
challenges  ahead.  ■ 

Kathy  Olsen  is  a  writer  and  speaker 
who  lires  in  Texas  with  her  husband. 
Lloyd,  and  two  sons,  eleven -year-old 
Brian  and  nine-year-old  Mark.  She  is 
the  author  o/ Silent  Pain:  Finding 
God  s  Comfort  for  Yoiir  Hidden 
Heartaches  (SavPress.  1992:  Call  1- 
fiOO-.^66-77HH  for  ordering  informa- 
tion.) and  numerous  articles.  Kathy 
volunteers  in  her  church  and  at  the 
private  school  her  sons  now  attend. 
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This  WIZARD®  Will  Amaze  You! 

Comfortable  and  fully  adjustable,  the  WIZARD  offers  tilt-in-space,  a  fully  reclining  back,  and 
elevating  legrests....A  magic  act  that  no  other  pediatric  wheelchair  can  perform,  and  it's  standard 
with  every  unit! 

The  WIZARD  easily  separates  into  two  components  weighing  less  than  20  lbs.  each ....  Mom  can 
effortlessly  load  the  WIZARD  into  the  trunk! 

The  WIZARD  offers  these  advantases  The 

►  Made  of  strong  steel  tubing,  the 
durable  WIZARD  frame  is  guaran- 
teed for  the  Lifetime  of  the  User. 

►  Grows  with  your  child  from  age  1 
to  10  without  having  to  purchase 

an  expensive  growth  kit.  ^  - 300" 336 "7684 

►  Tackles  any  terrain  with  it's  heavy  Fax  1-704-847-9577 
duty  8"x2"  front  caster  tires.                    in  Canada  1-80(W>67-3422 

By  SNLIG  ^EAT*.  INC.  Providing  Technologies  For  Mobility.  Positioning  &  Transportation  Since  \9B7  Circle  #69 
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PEDIATRIC  WHEELCHAIR 


BY  SNUG  SEAT* 
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The  best  wheelchair  lift 
you  ve  never  seen: 

MIKAGE 

For  Your 
Volkswagen 
EuroVatf 


The  best  feature  on  our 
newest  wheelchair  lift  is 
invisible.  When  the  pat- 
ented Mirage  lift  is  not  in 
use,  it  stows  away  in  a 
hidden  protective  enclosure 
beneath  the  floor  of  your  Euro  Van 

Mirage  is  easily  available  when  you  need  it,  letting  you 
raise,  lower,  stow  and  deploy  quietly  with  the  touch  of  a 
button,  its  aluminum-and-steel  construction  provides 
strength  and  durability.  And  when  Mirage  is  out  of  sight, 


it's  out  of  mind, 
leaving  the  entire 
doorway  clear  and 
maximizing  your  floor  space. 

Convenience  like  this  is  hard  to  find. ..unless  you  know 
where  to  look.  Call  !<icon  at  1-800-322-2884  or  your 
VW  dealer  for  more  information  on  the  Mirage  lift, 


Ricon  Coqwration 

i;;i.'i(iM()iii,i},iic.si 

l'an)iin,i.C.\(ll;V(l 


■IVI.(}<l,S),si)<)-7.-„s,s 
i-«(K)-;ymsi 

F.ixISl.SIS'.in-.IS.')! 


Ricon  Canada  Inc. 
l47r)0(K.iiiii»lv(l,\V, 
I'icridoiids.Qiiflx'c 
(;iii;i(laH'.lH  \W1 


I'd.  (."ilDliai-OLNil 
Fax  (,")l  t)(i2C)-(l2r(t 


RICON 


Innovation  in  Mobility 
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Wheeled  Mobility  Selection: 


G   U  I  D  E  ;  F  O^R      P  A  R  E  N  T  S 


Quickie  Kiciz  wheelchair,  mamifactured  hv 
Quickie  nesifim.  Fresno.  CA. 


In  some  respects,  a  wheelchair  is  like  an  aut()r.K)l:)iie  or 
a  pair  of  shoes.  It  provides  the  interface  iK-tween  a 
l-)ody  and  the  world  around  it.  Like  shoes,  a  proper  fit 
is  e.s.sential  to  enaiile  a  child  to  maximize  her  or  his 
potential  and  feel  comfortalile  mo\  ing  around  in  the  world. 
Like  a  car,  design  factors  can  take  into  account  the  u.sers 
personal  needs  and  interests. 

Thirty  years  ago  tliere  would  have  iieen  no  need  for  an 
artic'e  on  wheelcliair  selection.  Someone  needing  a  wheel- 
chair would  ha\e  gone  to  a  doctor  to  get  a  pre.scription  for 
a  wh<;elchair.  That  chair  would  have  been  fairlv  standard  in 
size  and  appearance— a  heavy,  metal  diair  witli  iilack  or 
dark  green  upholstery.  Nothing  ei.sc  was  available. 

No^',  thanks  to  the  \  ariety  of  available  wheelchairs  and 
options,  selecting  the  appropriate  wheelchair  can  be  a 
bewildering  task.  This  article  will  provide  information 
about  wheelchairs,  and  describe  wheeled  mobility  options 
m  the  marketplace  today.  This  article  will  not  discu.s.s  the 
variety  of  strollers  that  are  available  for  younger  children  or 
for  children  who  are  unaiile  to  propel  a  w  heelchair  inde- 
pendently. 

Considering  Individual  Needs 

It  is  impo.ssible  to  select  an  appropriate  chair  until  a  child's  needs  ha\c  been 
assessed.  This  invok  es  determining  the  level  of  ncce.s.sar>-  assistance  and  consid- 
ering how  the  wheelchair  will  |-)e  u.sed. 

Wheelchair  prescriber.s— occupational  therapi.sts.  physical  therapists  or  other 
members  ol  the  clinical  team— can  determine  how  much  a.ssi.stance  the  wheel- 
chair should  prov  ide.  While  some  children  with  (juadriplegia.  for  example  can 
only  u.se  powered  wheelchairs,  others  may  find  that  thev  are  aiile  to  use  a  man- 
ual w  heelchair  or  a  powered  scooter.  These  alternatives  may  more  appropriately 
fit  into  the  family's  lilestyle  and  are  le.ss  expensive. 

It  also  is  important  to  detemiin .  how  the  wheelchair  will  be  used.  VC  ill  it  be 
used  indoors,  outdoors  and  during  transport  in  a  van  or  car?  Some  children  use 
a  manual  wheelchair  in  their  homes,  but  use  a  powered  chair  outside  and  in 
school.  For  many  families,  the  ability-  to  fold  a  u  heelchair  or  take  it  apart  easily 
for  traveling  in  a  car  is  important. 


The  "Right"  Chair 

Once  a  child's  needs  ha\e  been  determined,  the  next  step  is  to  choose  the 
•  right  chair(s).  Parents  of  a  child  who  is  new  to  using  a  'w  heelchair  ma>'  wish  to 
talk  with  more  experienced  parents  about  their  likes  and  dislikes.  Tlieie  is  noth 
ing  like  practical  experience  to  provide  feedback  on  .specific  features  that  may 
be  desirable,  as  well  as  those  that  should  be  axoitled.  I'lescribers  and  medical 
ec|Uipment  dealers,  who  often  receixe  feedback  from  previous  clients,  can  also 
be  good  sources  of  information.  I-inally,  there  are  .some  written  resources  on 
wheelchairs  now  availaiile  (.see  bek)w),  ami  AHLl-IMTA,  a  databa.se  with  infor- 
mation on  more  than  19.000  products  for  ciiildren  ami  adults  with  di.sabiliiies  is 
^  a  good  .source  for  information  on  specific  wheelchairs  (see  page 
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Stroller  manufactured  by  Convaid  Products. 
Torrance.  CA. 


Wheelchairs  come  in  many  sizes,  shapes  and  varieties  to  meet  the  di\'erse 
needs  of  a  multitude  of  users  who  have  differing  levels  of  physical  abilities  and 
varying  interests.  Children  w  ith  sufficient  upper  body  strength  often  prefer  to 
use  a  wheelchair  that  is  propelled  by  arm  strength,  or  what  is  called  a  manual 
wheelchair.  Some  children  are  unable  to  propel  a  wheelchair  with  their  own 
arm  .strength.  In  such  cases,  they  may  prefer— or  require— a  wheelchair  pow- 
ered by  batteries. 

Wheelchair  Components 

•  Frame.  The  de\elopment  of  new,  lightweight  materials  for  wheelchair  frames 
has  been  one  of  the  biggest  breakthroughs  in  modern  wheelchair  technology. 
In  contra.st  to  the  days  when  stainless  .steel  was  the  only  frame  material  avail- 
able, today's  wheelchair  frames  may  be  made  of  chrome,  aluminum,  airplane 
aluminum,  .steel  tubing,  an  alloy  of  chrome  and  lightweight  materials,  or  other 
lightweight  composite  materials.  The  type  of  material  used  to  construct  the 
frame  affects  the  overall  weight  and  strength  of  the  wheelchair. 

Tiie  two  most  common  types  of  frames  currently  a\  ailable  are  rigid  frame 
thairs- where  the  frame  remains  in  one  piece  and  the  wheels  are  relea.sed  for 
storage  or  tra\el— and  standard  cro.ss  frame  chairs  which  are  foldable  for 
transport  or  storage. 

•  Vphohtoy:  VCheclchair  upholster\-  must  withstand  daily  u.se  in  all  kinds  of 
weather.  Consec[uently.  manufacturers  provide  a  \ariety  of  optioas.  ranging 
from  cloth  to  new  synthetic  fabrics  to  leather.  Many  manufacturers  also  offer  a 
selection  of  upholster\-  colons — e\  er\  tliing  from  black  ^o  neon— to  allow  for 
individual  preferences. 

•Seatiiifi  System:  Since  .seating  is  often  cho.sen  on  an  individual  basis,  seating 
systems  are  usually  sold  separately  from  the  wheelchairs  themselves, 
liowever.  some  wheelchairs  include  seating  and  postural  support  systems. 
When  selecting  a  wheelchair  and  .seating  .sy.stem,  it  is  important  to  ensure  that 
the  two  components  are  compatible. 

•  Brake  Type:  On  a  manual  wheelchair,  "braking"  is  accomplished  by  applying 
the  hands  to  the  wheels.  Howe\  er.  "parking  brakes"  or  wheel  locks  are  avail- 
able in  several  different  designs,  and  can  be  mounted  at  \  arious  heights  for 
ea.sy  use. 

•  Wheeh  Tires:  .Mo.st  wheelchairs  u.se  four  wheels— two  large  tires  at  the  back  and 
two  smaller  casters  at  the  front.  The  standard  tire  used  for  tl-,e  rear  wheels  on 
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Tir^  Options  for  Wheelchairs 


Mag 

^OShroad 
pneumatic 


Tires  witli  oversized  widths. 

^Kridbby"  tires  with  deep  grooves  o 
designed  to  provide  better  traetioh  on 
unpavied  suriPace$.       "  ' 

Tires  with  air-filled  tubes,  similar  to 
racing  bicycle  tires. 

Tires  reinforced  with  steel,  similar  to  ^ 
radial  car  tires. 

Tires  made  from  a  coinbination  of  a 
solid  rubber  and  air-filled  tubing. 
Designed  to  redi^ee  the  possibilities 
of  flats  and  to  cushion  the  ride. 


Hxccpiional  I'arent 


_.1res  without  air  spac^  or  tubes. 
^Designed  to  be  "flat-free,"  but  may  \ 
provide  a  less  smooth  ride. 
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REGAL    PEDIATRIC    J-wiiEi-L  RWi)  scooter 


STIBLBE 


DISG0VEjR¥ 


SCOO  fER-LIFr  JR  k    Ai"ro^RU.\K  lift 


.  At  Bnrio  .We'  helpjeiir^l^' 

-  rriQbiilily  aid.v  We  iticrt^e'- 
< FOURTEEN  DH^jFEHSNl 
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Bruno's  unique,,  tow  cost,  bat- 
tery-powered "£i£CFi8!4-*W)f 
Stair-Way  Efevatot  can  help  your , 
child  get  up  and  down  stairs, 
:  0qsily  grid  comtortaWy;  No  spi^ 
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ktd-kart 

cares  about  kids. 


USdEZ 

tilt/recline  tm 


made  in 
USA 
PATBNTPBNDING 


Proving  good  looks,  convenience 
and  proper  positioning  \york 

wonderfully  together. 
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UEZ.  Adluttablc  High  Chair  Bate 


*  Three  Models 

*  Grows  from 
infant  to  age  7 

*  Complete 
Positioning 
System 

Easy  to  fold 
Easy  to  transfer 
Easy  to  adjust 

1-800-388-5278 

126  Rosebud. #1 
Belgrade,  Montana 
59714 


Stroller  manufactured  hy  Kid-Kart, 
Belgrade.  .VfT. 


most  wheelcliairs  is  a 
pneumatic  tire — a  tire 
with  air-filled  tubes 
similar  to  those  found 
on  racing  bicycles.  The 
standard  size  for  the 
large  wheel  is  24  inch- 
es, although  smaller 
and  larger  sizes  are 
available.  Many  manu- 
facture's also  offer 
other  types  of  tires  at 
extra  cost.  See  Tire 
Options  for  Wheel- 
chairs" on  page  24. 

•Foot rests:  For  rigid 
frame  chairs,  footrests 
usually  are  incorpo- 
rated into  the  frame. 
Cross-brace  folding 
chairs  often  have  foot- 
rests  that  can  .sw  ivel  ancL  or  be  removed. 

•Anurests:  Many  lightweight  manual  chairs  are  designed  to 
be  used  without  armrests.  This  makes  it  easier  for  the 
user  to  roll  up  to  u  desk  or  table,  and  many  active  wheel- 
chair u.sers  prefer  the  streamlined  look  of  a  chair  with  no 
armre.s's.  Annre.sts  can  be  helpful,  however,  if  the  u.ser 
has  difficulty  with  upper  body  balance  while  .seated. 

Manual  Wheelchairs 

Because  the  wheelchair  market  is  changing  so  rapidly, 
there  is  no  universally  accepted  terminology  to  de.scribe  the 
various  kinds  of  manual  wheelchairs.  Most  manual  wheel- 
chairs sold  today,  however,  can  be  placed  in  one  or  more 
of  the  follow  ing  categories: 

•  Ugbtux'ifiht/Sports  Chairs:  For  a  child  with  good  upper 
bod>'  capabilities,  the  most  popular  type  of  wheelchair 
for  e\er>'day  use  is  the  lightweight  munual  wheelchair. 
Lightweight  chairs  provide  maximum  independent  move- 
ment with  minimal  effort.  Many  children  also  prefer  the 
sportier  look  of  the  lightweights. 

•  Stciriclcird/lA'ciycUiy  dhciirs:  A  standard  wheelchair  is  char- 
acterized by  a  cro.ss  brace  frame,  built-in  or  remcnable 
arm  rests,  .ving-away  footrests,  a  mid-  to  high-lexel 
back,  and  push  handles  which  allow  non-occupants  to 
propel  the  chair. 

•  Child 'Junior  Chairs:  Children  and  young  adults  need 
chairs  that  can  accommodate  their  changing  needs  as 
they  grow.  In  addition,  it  is  important  that  wheelchairs 
for  children  or  teens  be  adaptable  to  classroom  environ- 
ments and  be  "friendl>-looking'  to  help  the  user  fit  more 
readil\'  into  social  situations.  Manufacturers  are  becoming 
increasingly  scnsiti\c  to  the.se  market  demands  and  are 
attemi')ting  to  address  them  with  innovative  chair  designs 
and  a  x  ariety  of  'kid-oric'ited "  colors  and  .styles. 

•S/K-cialty  Chairs:  Becau.se  of  the  diverse  needs  of  wheel- 
chair users,  wheelchairs  ha\e  been  designed  to  accom- 
modate many  lifestyles  and  u.ser  needs.  Chairs  that  can 
be  propelled  by  one  hand  are  available  for  children  who 
ha\'e  |')aralysis  on  one  side.  Hugged,  outdoor  chairs  are 
available  lor  outdoor  activities.  Aerodynamic  three- 
wheeled  racing  chairs  are  used  in  racing  e\enls.  Manual 
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TheAnswerToAil 
Your  MoBMY  Needs. 
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...lets  you  easily  adjust  it  in  seconds  for  growing  children 
or  large  aclults.  Light  weight,  rugged  construction.  At  home 
or  in  sports,  the  Maxi  is  useful  everywhere! 

You  have  to  see  this  dream  machine  to  believe  it.  Over  a 
quarter-million  dollars  for  development.  User  designed. 
User  tested.  Now  available  for  all!  Consider  its  features: 

Wheeling  Free's  Maximum  Mobility  Machine  weighs 
only  25  lbs,  yet  carries  over  250.  Go  down  6-inch  curbs 
without  help!  Modular  disassembly  for  easy  transportation. 
Adjustible  width,  seat  height,  foot  rest,  etc.  Airplane  aisle 
access  and  sports  stability.  Up  to  12  degrees  wheel  camber. 
Soft-riding,  easy  rolling  airless  urethane  tires.  Precision, 
sealed  wheel  bearings.  Off-road  packages  for  parks  and 
beaches.  Adjustable,  breathable  upholstery  for  maximum 
personal  comfort.  Adjustable  height  push  handles. 

We  wish  we  had  more  room  here  to  tell  you  about  ALL 
the  great  features.  Amazing  standardized  design  allows  over 
40  easy  adjustments  to  let  you  get  the  most  out  of  your 
Personal  Mobility  Machine.  Maxi  is  the  ultimate  in  high  tech 
American-made  wheelchair  quality  and  comfort. 

Call  now  for  the  rest  of  the  story 
and  special  discount 
(800)484-9793     code  1600 


Warranty  and  service:  Lifetime  warranty  on  frame  and 
one  year  warranty  on  wheels  and  upholstery.  Standardized 
design  makes  service  available  at  most  wheelchair  dealers. 
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cliaii-s  tliat  raise  tlie  user  to  a  standing  position  are  avail- 
al-)le  for  cliilclren  who  need  or  want  to  lie  alile  to  stand. 
Generally,  these  and  other  specialized  chair  designs  are 
mamifactured  by  independent  wheelchair  manufacturers 
to  meet  the  needs  of  specific  target  markets. 

•InslitutioncilAVursiiig  Home/Depot  Chair:  The  least  expen- 
sive type  of  chair  available — an  institutional  chair— is 
designed  for  institutional  usage  only,  such  as  transporting 
patients  in  hospitals.  Since  it  is  not  fitted  for  a  specific 
individual,  it  is  not  an  appropriate  alternative  for  anyone 
who  desires  independent  mo\ement. 

Cost 

Manual  wheelchairs  range  in  cost  from  approximately  $500 
for  an  institutional  chair,  to  more  than  S4000  for  a  cus- 
tomized lighnveight  wheelchair  with  a  number  of  options. 
Most  lightweight  manual  chairs  cost  between  S1800  and 
$2800.  This  price  range  is  not  intended,  however,  to  sug- 
gest an  "appropriate  price  '  to  pay  for  a  wheelchair  for  any 
specific  individual.  Special  acce.ssories  or  customizations 
required  to  accommodate  specific  di.sabilities,  for  example, 
could  put  the  actual  purcha.se  price  much  higher. 

Powered  Wheelchairs 

Two  basic  styles  of  powered  wheelchair  are  currently  avail- 
able. The  traditional  style  looks  like  a  .standard  manual 
wheelchair  that  has  been  reinforced  to  carry  the  extra 
weight  of  a  jiower  and  control  system.  Typically,  such 
wheelchairs  are  powered  by  a  battery  that  is  attached 
underneath  the  .seat.  Another  style  is  a  platform-model 
|X)wercd  wheelchair  in  which  the  seating  platform  is  locat- 
ed atop  a  power  ba.se.  A  \  ariation  on  the  power  base  con- 
cept is  a  chair  that  includes  built-in  lifts  to  allow  the  u.ser  to 
raise  and  lower  the  .seating  platform. 

The  .selection  process  for  a  powered  wheelchair  should 
include  evaluation  of  the  child  s  physical  .status  :)nd  abili- 
ties, and  usage  recjuirements.  Physical  considerations 
include  po.sture,  strength,  .sensation,  visual  acuit>'  and  per- 
ception, and  the  ability  to  learn  how  to  u.se  the  wheelchair 
safely.  An  evaluation  should  consider  u.se  of  the  wheelchair 
in  e\er\'day  settings,  aliility  to  get  in  and  out  of  the  wheel- 
chair and  capacity  to  perform  needed  activities  from  the 
whee'chair. 

While  a  child  s  physical  capabilities  clearly  are  impor- 
tant factors  to  consider,  it  is  also  essential  that  the  wheel- 
chair fits  into  the  child  s  environment  and  the  family  s 
lifestyle.  For  example,  the  places  where  it  will  be  used 
must  be  architecturally  accessible.  If  the  child  cannot  get 
into  the  bathroom  at  home  using  a  particular  wheelchair, 
that  chair  ma>'  not  be  a  practical  choice.  Transportation 
consideiations  al.so  are  important.  Is  a  van  available  to 
transport  the  individual  in  the  chair,  or  does  the  chair  need 
to  fold  so  that  it  can  be  carried  in  the  trunk? 

The  purcha.se  price  of  a  powered  wheelchair  rarely  is 
less  than  $.^,S()();  for  ;he  more  deluxe  models  or  tho.se  with 
specialized  adaptations,  the  price  can  exceed  $12,000.  Like 
any  major  financial  decision,  purchase  of  a  powered 
wheelchair  should  be  undertaken  v\  ith  the  utmost  care  to 
ensure  that  the  product  meets  the  needs  of  the  user.  Por 
more  information  on  selecting  a  powered  chair,  see 
"Powered  Mobility  for  Your  Child?"  on  page  .^X 
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The  Growing  Eworite 
In  Kjds'  Power  Chairs. 


I'nlike  clothes,  slioes,  toys  and  some  parents,  the 
Zipjiie  l^SOO  can  siin  ive  from  childliood  tlirougli 
adolesceiue  unscatlicd. 

That's  because  tiie  Zippie  PSOO  actually  jirows  with 
kids,  thanks  to  its  wide  range  of  adjustments  and  the 
innovative  Zippie  drowth  Kit.  I'owered  by  a  Direct  l)ri\e 
Motor  System  for  ma  .iinum  efficiency,  the  Zijipie  PSOO  lets 
kids  get  out  there.  Its  programmable  controller  adjusts  to 
meet  their  abiiities.  it  even  has  a  downsized  power  iia.se, 
a  kid-sized  ,seating  unit  and  1.-^  hot  color  ojitions  sure  to 
please  even  the  most  cool -conscious  youngster. 

The  Zijipie  PSOO  from  Quickie, .,a  chair  kids  and 
parents  can  agree  on. 
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QUICKIE 

We  RealChair  People. 


I  QUICKIE 

I  suNMseiMSKyu. 


Ouchw  DHiQni  Inc 
3843  fluttnaii  PBrt  Am 
FiMno  CA  03777  1UB 
{3091  39231M 
IftOO)  456  0tG8 


Scooters 

An  alternative  to 
either  manual  oi 
powered  wlieel- 
cliairs  is  a  scooter, 
or  three -wheeled 
cart.  A  scooter 
l(X)ks  and  operates 
much  like  a  golf 
cart.  The  user  sits 
Three-year-old Jeanna  Rait  Kazmuski  enjoys  in  a  chair  seat  that 
her  new  Re^al  Pediatric  Scooter,  nuiniifac-  visually  is  con- 
tiired  hy  Bruno  Independant  Living  Aids.  toi.ired  to  fit  the 
Oconomowoc.  WI. 

elude  a  special  seating  cushion.  The  scooter  is  propelled 
through  use  of  a  .steering  mechanism  located  in  front  of  the 
ii.ser,  .similar  to  riding  a  bicycle.  .Scooters  provide  power  at  a 
lower  co.st  than  many  regular  four-w  heeled  powered  wheel- 
chairs. Scooters  also  are  thinner  than  many  wheelchairs, 
making  them  more  maneuverable. 


Resources  on  Wheelchair  Selection 

The  re.sources  li.sted  in  this  .section  focus  primarily  on  adult 
wheelchair  u.sers.  However,  some  of  the  infomiation  provid- 
ed is  applicalile  to  the  .selection  of  wheelchairs  for  children, 

Hoiv  to  Select  and  i'se  Manual  Wheelchairs.  A.  Bennett 
Wilson.  HehalMlitation  Press.  199.^.  Availal:)le  from: 
Rehabilitation  Press.  P.O.  Box  ,W0.  Topping.  VA  23169. 
Price:  $12.50 

•  This  guide  lielps  new  wheelchair  users  select  a 
wheelchair  with  the  right  dimensions  and  .sealing  .system 
depending  upon  the  degree  of  disaliilily.  goals  of  the  user, 
and  the  environment  in  which  the  chair  will  Ix'  u.sed.  It  also 
provides  infomiation  about  proper  ii.se  and  maintenance  of 
wheelchairs. 

Wheelchairs:  A  I'reschptivii  Guide.  A.  liennett  Wilson  and 
Samuel  R.  Mcl-arland.  RehalMlilation  Press.  1986.  Available 
from:  Rehabilitation  Press,  P:0.  Box  ,^80.  Topping.  \'A  2.3169. 
Price:  .S  14.95 

•  This  small,  straightforward  pulilicalion  addre.s.ses  llie 
factors  to  be  considered  by  wheelchair  prescriliers.  It  is  filled 
with  illustrations  and  practical  suggestions  for  making  pre- 
.scription  decisions.  Though  intended  primarily  for  prescrihers. 
the  information  in  this  guide  would  be  of  value  to  an  individ- 
ual .selecting  a  wheelchair  for  personal  u.se.  The  information 
alx)ut  manufacturers  and  product  availability  is  slightly  dated, 
Ixit  the  basic  concepts  presented  remain  u.seful. 

Choosiii}>  a  Wheelchair  System.  Department  >f  Veterans 
Affairs.  1990.  Availal:)le  from:  Department  of  Veterans 
Affairs.  Veterans  Health  Ser\ices  and  Research  Administra- 
tion. Washington,  DC  20120.  Price:  VRhV.  (Ask  for  the 
Clinical  Supplement  *2.  Journal  of  Rehabilitation  Research 
and  Development.  March  1990.) 

•  '['his  resource  was  written  by  people  with  disabilities 
wlio  have  .selected  wheeldiairs  for  many  years,  liealth  care 
providers  who  prescribe  wheelchairs,  and  researchers- engi- 
neers who  participate  in  the  development  of  new  wheel- 
chair ilesigns. 


Manual  Mobility:  Finding  the  Right  Wheels.  RKSNA  Videos. 
Availal-)le  from:  RESNA  Tliird-Party  Payer  Program,  1700  N, 
Moore  Street,  Suite  1540,  Arlington.  VA  22209,  (703)  524- 
668o.  Price:  .$60.00  plus  $5.00  shipping. 

•  This  30-minute  \ideo  discusses  the  options  to  lie 
considered  for  someone  purchasing  a  manual  wheelchair. 

ABLHDATA  Fact  .Sheets.  Available  from:  ABLEDATA.  (800) 
227-0216  or  (.301)  588-9284:  both  numbers  are  for  voice  and 
TDD.  Price:  Single  copies  are  FREE. 

•  Relevant  ABLEDATA  fact  sheets  include:  Funding 
Assistive  'I'echnology.  Manual  Wheelchairs.  I'oitered 
Wheelchairs.  Sports  Wheelchairs,  and  Wheelchairs  for 
Children. 

Wheelchair  Standards 

The  American  National  Standards  Institute  (ANSI) 
recently  approved  a  complete  .set  of  .standards  for  wheel- 
chairs. These  standards  consi.st  of  standard  methods  for 
mea.suring  wheelchair  components,  and  standard  methods 
to  test  such  things  as  a  chair's  strength,  .stability  and  turning 
radius. 

The  complete  set  of  18  .standards  is  available  from 
RESNA.  The.se  are  veiy  technical  documents,  probalily  of 
interest  only  to  manufacturers  and  others  who  are  going  to 
conduct  testing  themselves.  Howev  er.  theraf,;.;ts  and  lay  peo- 
ple may  contact  RESNA  to  request  free  simimar\'  documents 
lliat  describe  the  standards  in  less  technical  language. 

Invacare.  one  of  the  largest  wheelchair  manufacturers 
in  the  country',  recently  began  advertising  that  its  wheel- 
chairs had  been  tested  according  to  these  standards.  As 
consumers  and  therapists  begin  to  ask  for  this  information, 
it  is  expected  that  other  manufacturers  al.so  will  begin  using 
the  standards  for  testing — and  advertising  this  fact  to  the 
pul")lic.  Once  this  infomiation  becomes  more  readily  avail- 
alile.  it  can  Ix'  u.sed  by  consumers  and  pre.scrilx'rs  to  make 
more  informed  purchasing  decisions. 

Wheelchair  Standards  are  available  from:  RESNA.  1700 
N.  Moore  Street.  Suite  1540.  Arlington.  VA  22209.  (703)  524- 
6686.  Price:  $180  for  the  complete  .set  of  18  standards;  S15 
for  individual  standards.  ■ 

This  article  was  adapted  from  information  contained  in 
ABI.FDATA  fact  sheets  written  hy  Lynn  Ihyant.  ABLEDATA 
Project  Director.  Indiridual  fact  sheets  are  available  free 
fnmi  ABLEDATA.  a  database  of  more  than  19.000  products 
for  people  with  disabilities.  Call  (800)  227-0216  or  (.iOl) 
588-9284.  I-'act  sheets  may  also  be  downloaded  24  hours  a 
day  from  the  free  ABLEDATA  electronic  bulletin  hoard  .sys- 
tem (.jO  1-589-356.1  1200-9600  baud.  i\-8-l).  Included  in 
(be  ABLEDATA  database  are  descriptions  of  all  types  of 
wheelchairs  currently  available  in  the  United  States,  as  well 
as  information  about  wheelchair  manufacturers  and  local 
distributors.  Information  .•ipccialists  are  on  hand  to  a.'^sist 
callers  locate  the  information  they  need.  For  a  small  fee. 
ABLEDATA  can  provide  patrons  with  computer  printouts  (f 
inforiiuition  on  specific  wheelchairs  bsted  in  the  database, 
(.'osts  are  determined  by  the  size  of  the  database  search 
reefuested.  Searches  of  20  products  or  /csw  are  free;  the 
chaige  is  $5 per  hundred pixxlucts  theivafler. 
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The  Custom  Desktop 
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Wlicn  he's  at  scliool  with  everyone  else,  the  last  thing  he  needs 
to  worry  ahoiit  is  where  to  write  and  put  his  hooks.  With  the 
MYDP^SC"  Kli|)To|)  Storage  Desk,  he  has  his  own  |)ortahle 
desk  and  a  |)hice  to  |)Ut  things  too! 

Its  ttni({ue  hall-joint  movements  and  sturdy  siipijorts  put 
MYDKSC,  in  a  class  of  its  own.  It  tilts  for  reading,  writing  or 
(•om|)iiting.  then  g(K>s  flat  for  limch  time  and  hreaks.  A  secret 
storage  compartment  hides  |)a|)ers.  hooks.  |)encils  (and 
inaylM-  a  few  ccmiic  hooks).  And  when  it's  time  for  transfers, 
the  entire  desktop  swings  down  to  the  side  and  out  of  the  way. 

It's  simply  designed  for  ilexihility  and  growth,  so  he  can 
use  his  MYDKSd  for  years  to  come! 

For  more  information  on  the  entire  MY  l)KS( !  line, 
contact  vonr  local  rehah  dealer  and  ask  to  see  the  \U  DKSd 
(lcinoiislrali(m  video.  Or  call  us  directly  for  a  free  hrochiire. 

1-800-4-MYDESC 


t:(iMli<Mn'cl,M'iiin1.mi\-  t«.f  \  'Mitlt  JJln  •  M>llK.M.  i.  u  ira'IniurL  «l  lllmiihln  . 
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FREE  SAMPLES 


•  Attendees  may  register  for  one,  part  of  each,  or  both 
conferences  and  earn  up  to  50  credit  hours  Category  I 
from  the  American  Medical  Association. 

•  A  distinguished  pediatric  facult\'  will  present  materials 
in  sessions,  workshops,  and  roundtable  discussions. 

•  The  conferences  will  focus  on  timely  pediatric  si  ibjects 
as  well  as  healthcare  reforms. 

•  Tuition  is  based  on  number  of  days  in  attendiuice. 

For  more  csTORMAnoN,  cm  Hackensack 
Medical  Center's  Depaktmem  of  Pediatrics 
AT  (201)  996-2371. 

WoiUOip 

USA94 

Hackensack  Medical  Center  '^h^ 

30  Prospect  Avenue.  Hackensack,  New  Jersey  07601 

.\ffiliated  with  t  he  l'iii\  crsity  of  Medicine  &  Dentistry  of  New  lersey 
and  a  member  of  the  I'niverslty  Health  System  of  New  Jersey 

We're  with  you  for  life! 


Save  up  to  60%  on  Disposable  Diapers 
And  We  Will  Deliver  Right  to  Your  Door 


a 

I 
I 
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To  order,  call  toll-free 

1-800-777-1111 

24  Hour  Service 
Ask  about  our  complete  catalog  including  Depend, 
Attends,  At  Ease,  Comfort  Dry,  Ultra  Shield,  Dri  Pride. 
Promise  and  No-Rinse  Products 

Woodbury  Products,  IFuC. 

4410  Austin  Boulevard  -  Dept.  250 
^ge      Island  Park.  New  York  1 1558 


A  Special  Care  Facility 
Exclusively  for  Children 

At  \()(irlK'i'.s  IVilialiii-  l"aiilit\  \\f  pro\idc  lOiiiprolionsix i'  and 
progrt'.ssixo  .sul)a(.i.iti'  liialth  laro  lor  iiiccliailly  conipk'X  cliililrt'ii  ages 
()  wvoks  to  21  \fai-.s. 

1Iiii''n  w  hy  \  (K)rlKf.s  I'l'iliatrif  Facility  is  the  right  choice; 

•  .\ii  alternative  to  acute  lare  liospitiilization  —  with  dramatic 
cost  savings 

•  State  of  the  art  ventilator  unit  (inikiUing  pressure  vents) 

•  Strong  imdical  and  reliahililalivi'  interilisciplinary 
ti'ani  approach 

•  In-liou.se  attending  pi'iliatrieian  and  nieilical  residi'nt  program 

•  lioard  certified  pediatrii-  pulnionologists 

•  AfRliated  with  .St.  Chri.stoplier's  lUispital  lor  c:l  '.klren  and 
C;(X)per  Hospital's  Cliilil  1  )e\  (.'lopnient  Ci'iiter 

•  Respite  care  available 

•  Caring  for  children  from  the  .\Iid-Atlaiitic  .states  since  1982 

VoQrheGsFfediQtrlc 
Fbcilit 
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Powered  Mobility  for 
Your  Ciiild? 


by  Linda  Petty 

The  suggestion  to  look  into  powered  molDility  may  come  from  a  therapist,  a  seating 
clinic  or  another  parent — whatever  the  source,  few  parents  welcome  the  recom- 
mendation with  relief  or  enthusiasm.  If  your  child  has  been  focusing  on  therapy 
to  develop  skills  for  walking,  considering  an  electric  wheelchair — or  "powered 
chair"' — may  seem  akin  to  acceptance  of  permanent  disability.  You  may  feel  like 
you  are  "giving  in"  or  admitting  failure.  The  suggestion  may  also  come  at  the  critical  time 
of  entry  to  school  when  changes  in  therapy  supports  and  anxiety  about  school  placement 
and  success  arc  prominent.  Fears  of  injury  to  the  child  or  to  other  children  are  quite  rea- 
sonable! A  rash  of  questions  arise  as  families  consider  powered  moi:>ility:  How  ulci  does  my 
child  hare  to  he  to  consider  powered  niohilil]?  How  will  my  child  heuefit  from  a  powered 
chair?  What  kind  of  skills  does  he  or  she  need  hefore  ttying  powered  mobility?  How  much 
will  it  cost? 
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Research  Changes  Opmions 

Historically,  powered  mobility  was  reser\'ed  for 
adults.  Even  then,  it  was  considered  only  as  a 
last  resort.  Powered  chairs  were  first  made  avail- 
able to  children  with  muscular  dystrophy  who 
were  no  longer  able  to  propel  a  manual  chair,  or 
to  older  children  who  required  rehabilitation  fol- 
lowing injuries.  Professionals  believed  that  if 
young  children  were  given  powered  chairs,  they 
would  lo.se,  or  fail  to  develop  the  skills  needed 
to  walk.  Professionals  and  parents  also  feared 
that  children  given  powered  chairs  would  be  less 
motivated  to  participate  in  therapy  programs 
aimed  at  developing  muscle  strength  and  coordi- 
nation for  walking,  or  that  they  would  injure 
themselves — or  peers  that  might  get  in  their 
way — while  learning  to  drive  powered  chairs. 

Research  in  the  past  decade  has  shown  that 
children  as  young  as  24  month.s — an  age  by 
which  able-bodied  children  are  developing  inde- 
pendent mobility  skills — are  able  to  safely  oper- 
ate powered  mobility'  devices.  Gaining  indepen- 
dent movement  through  powered  mobility  also 
has  been  shown  to  have  a  positive  impact  on 
many  aspects  of  a  child  s  development.  Children  improve 
spatial  orientation,  increa.se  independence  and  demon.strate 
better  ,social  skills  for  getting  along  with  peers,  with  no  neg- 
ative effects  on  motor  development.  Adults  and  other  chil- 
dren acquire  a  new  respect  for  the  abilities  of  the.se  chil- 
dren after  .seeing  their  initiative  and  problem-solving  skills. 

Ba.sed  on  this  research,  powered  mobility  is  increa.singly 
being  made  available  to  very  young  children.  Profe.ssionals 
now  believe  that  the  use  of  powered  mobility  reduces  the 
risk  of  further  developmental  and  social  delays  by  provid- 
ing varied  and  appropriate  experiences  for  children  in  their 
homes,  .schools  and  communities. 

Technological  Advances 

The  development  of  new  technology  has  also  contributed 
to  the  increasing  u.se  of  powered  mobility  by  young  chil- 
dren. In  the  past,  powered  chairs  were  available  only  with 
standard  proportional  joysticks  and  child-sized  sling  seats 
on  adult  chair  bases.  Manufacturers  now  produce  child- 
sized,  user-friendly  chairs  with  a  variety  of  standard  and 
alternate  controls.  Microcomputer  controls  that  allow  the 
use  of  alternate  controls  have  also  been  commercially  avail- 
able for  the  last  few  years. 

These  technological  advances  also  have  benefited  older 
children  with  poor  muscle  control  who  were  previously 
hard  to  fit  with  pow  ered  mobility.  A  variety  of  new  features 
can  compensate  for  deficits  in  physical  control. 

Look  into  powered  mobility  if: 

Q'lhe  child  has  a  iwecl  for  i)ick'Jx.'nck'Ht  inohility:  i'or  chil- 
dren who  are  at  a  normal  or  near  normal  level  of  intellec- 
tual development,  the  need  for  independent  mobility  may 
occur  as  early  as  one-and-a-half  to  two  years  of  age,  just 
as  it  would  in  their  peers,  hide  endent  mobility  allows  a 
child  to  pla\',  explore  the  environment,  and  participate  in 
school  or  family  activities.  Sometimes,  a  child  who  shows 
frustration  or  misbehavior  as  a  result  of  his  or  her  lack  of 
mobility  may  be  dei.->onstrating  his  or  her  readiness  for 
tviwcred  mobility. 
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Fun  with  a  purpose:  Seivn-year-old  David  controls  a  toy  with  a 
switch.  Vm  'fun"  activity  is prepariun  him  to  manipulate  the  con- 
trols of  his  new  poivered  wheelchair. 

□  The  child  displays  the  skills  that  are  required  for  powered 
mobility: 

•  imder.stands  the  concept  of  cau.se  and  effect, 

•  imder.stands  one  step  commands,  and 

•  has  adequate  visual  skills  to  perceive  child-sized 
objects  within  a  10-foot  radius. 

Pre-driving  skills  can  be  developed  by  playing  with 
switch  toys,  joy,stick-  or  switch-activated  computer  games, 
and  participating  in  interactive  games  with  peers. 

□  'Ihe  child  has  at  least  otic  reliable  movement  for  activating 
a  sivitch  that  could  be  used  to  operate  powered  chair  con- 
trols: The  movement  must  be  one  that  the  child  can 
repeatedly  stop  and  start  at  will.  It  should  al.so  be  a  move- 
ment that  the  child  can  perform  in  a  seated  po.^^ition.  Many 
children  can  control  a  joystick,  but  powered  chairs  can 
also  be  driven  with  a  \ariety  of  controls,  so  limited  hand 
or  arm  control  doe;;  not  rule  out  powered  mobility. 

It  is  important  to  make  the  decision  about  switch  loca- 
tion in  consultation  with  your  child's  therapist.  You  will  want 
to  choose  a  switch  site  that  will  not  have  a  negative  effect  o.i 
the  way  a  joint  or  muscle  works,  or  u.se  reflex  movements 
that  the  therapist  is  tr\'ing  to  minimize. 

'Ci  Family  members  are  willing  to  accept  poivered  mobility 
and  supervise  the  child:  Supeivision  of  the  young  child 
with  a  powered  chair  is  just  as  nece.ssar\'  as  supervision 
of  a  child  on  a  bicycle.  Super\  ision  pre\  ents  accidents 
and  keeps  the  child  from  venturing  into  unsafe  environ- 
ments. Learning  to  dri\  e  a  powered  chair  is  like  learning 
any  other  physical  activity  or  sport;  a  child  won't  perfonn 
well  without  regular  ,super\'ised  practice. 

□  The  child  has  an  accessible  environment  in  ivhich  to  use 
the  poivered  chair:  Many  homes  are  not  wheelchair  acces- 
sible, but  this  should  not  preclude  consideration  of  pow  - 
ered mobility.-  Using  a  powered  chair  for  independent 
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Wheelchair  trials:  Seivn -year-old  David  tests  out  a  {xmered  wheel- 
chair, while  risivii  resource  teacher  Leiiore  Leonard  (left),  ami  seat- 
ing equipment  coordinator  Stefanie  Ixiuwtice  (center)  look  on. 

nioliility  at  scliool  may  l)e  valual:)le  for  the  child's  social 
development  and  participation.  A  child  also  may  he  able 
to  use  a  powered  chair  outdoors — in  the  yard  and  neigh- 
borhood— while  storing  and  charging  the  battery  in  the 
garage, 

□  /I  means  of  traiispo>1atio>!  for  the  powered  chair  is  arailahle: 
This  might  be  public  transit,  the  ftimily  van  or  a  school  bus. 

□  .4  viciniuil  wheelchair  is  not  appmpriate  for  the  child:  This 
might  be  because  the  child  cannot  propel  a  manual 
wheelchair  in  an  energy-efficient  manner  and  cover 
required  distances  in  acceptable  time.  A  manual  wheel- 
chair would  also  be  inappropriate  if  ahnornial  movement 
patterns  are  u.sed  to  propel  it. 

Other  considerations 

There  will  he  other  factors  to  think  aiiout  as  you  consider 
powered  mobility.  It  is  important  to  obtain  an  assessment 
to  determine  the  optimal  seating  and  control  method  for  a 
powered  chair.  This  is  especially  important  if  the  child  has 
limited  physical  control.  Man>'  children  also  benefit  fiom 
training  in  powered  chair  driving  bet'oie  prescription.  A 
training  program  allows  children  to  develop  necessary 
skills  and  find  tiie  best  drix  ing  method.  See  if  your  treat- 
ment center  can  offer  such  a  program. 

Vou  must  al.so  plan  for  maintenance  of  the  batteries 
and  chair  after  purcha.se.  Just  like  periodic  automobile 
maintenance,  this  adds  to  the  overall  cost  of  the  chair. 

Weigh  all  these  factors  as  you  consitler  powered  mobility 
for  your  child.  Di.scu.ss  them  with  therapists  who  are  familiar 
with  your  child's  physical,  intellectual  and  social  skills. 
Consider  what  independent  mobilits'  with  a  powered  chair 
has  to  offer  your  child.  H\en  if  a  powered  chair  is  just  an 
interim  measure  while  walking  skills  (.levelop — or  ju.st  used 
for  long  distances,  playgrounds  and  shopping — the  potential 
benefits  are  worth  consideration  and  exploration!  ■ 
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Linda  Petty  is  an  occupational  therapist  in  the 
Communication  and  Assistive  Technolo^v  Department  at 
Bloon'ieiv  Children 's  Hospital  in  Toronto.  Canada.  For  the 
last  10  years,  she  has  worked  in  clinics  providing  assess- 
ment, training  and  prescription  of  technical  aids — includ- 
ing powered  mobility  controls— for  children  and  yonng 
adults.  Linda  lires  with  her  husband,  Mark,  in  a  115-year- 
old  family  home  outside  Toronto.  When  not  working  or  ren- 
ovating the  house,  she  enjoys  gardening,  windsurfing,  mak- 
ing pottery  and  playing  the  piano. 
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It's  a  Shame  They  Don't  Hear  What  They  See 

For  every  child  striving  to  learn,  a  "little"  can  mean  a 
lot.  But  for  1  in  every  6  students,  it  doesn't  mean  that 
at  all.  Call  today  to  find  out  why. 


Can  you  afford  to  not  hear  what  we  have  to  say'? 
800-227-0735  U.S.  /  800-263-8700  Canada 
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Columbia  makes  bathtime  easier! 

•  Stable,  secure  Bath  Supports  adjust  easily 
to  suit  yo  t  and  your  child;  fit  any  tub 

•  All  are  duiable,  lightweight,  rustproof 

•  Versatile  -  use  indoors  or  outdoors  as  a  go- 
anywhere  support,  for  TV,  wading  pool,  beach 

How  much  support? 

•  The  Wrap-around  Support  (above)  lets  your 
child  play  in  the  water  while  seated  upright 

•  The  Reclining  Bath  Chair  (below)  gives  your 
child  full-length  head  and  trunk  support; 
the  angle  of  the  seat  is  easily  adjustable 


Ask  for  our 
FREE  Color 
Catalog  of  many 
helpful  products. 
Well  also  send 
the  name  of  your| 
nearest  dealer. 
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lifePknnim 
ShouldBeA 
Tfeam  Effort 


Every  month.  Estate  Planning  for  Per- 
sons with  Disabilities  (EPPD)  prov  ides 
essential  information  and  guidance  to 
hundreds  of  families  with  a  son  or 
daughter  who  is  disabled.  Our  national 
network  of  attorneys  and  estate  plan- 
ners helps  to  develop  comprehensive 
life  plans  including  wills,  special  needs 
trusts,  guardianships,  advocacy,  bal- 
ancing private  and  government  ben- 
efits. EPPD  provides  FREE  initial 
interviews  to  determine  needs  and 
FREE  group  seminars  for  parents. 
EPPD  is  not  a  guardianship  or  master 
trust,  but  assists  parents  in  locating 
services  necessary  to  provide  a  secure 
future  for  their  loved  one.  Call  today  to 
receive  a  FREE  brochure  and  the  loca- 
tion of  your  nearest  EPPD  office. 


Richard  W.  Fee 
Executive  Director 

NmUmul  Office 
Suite  1 12.  3 100  Arapahoe  Avenue 
Boulder.  CohraJo  HO.W.! 

800-448-1071 


ESTATE 
PLANNING  FOR 
PERSONS  WITH 
DISABILITIES 
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A  Division  of  Proleclive  Life 
Insurance  Company 


Willow  River  Farms 

is  an  active  organic  farming  and  artisan  community 
meeting  the  special  needs  of  men  and  women  with 
mental  retardation. 

At  Willow  River  we  offer... 

□  A  family-based  home  environment  that 
incorporates  traditional  values 

□  A  setting  that  fosters  personal  growth, 
independence,  and  self  respect 


□  Opportunities  for  productive  work  through 
individualized  programming 


□  A  home  for  persons  age  21  and  older 


WILUJWRIUCRmRMS 


For  further  information  contact... 
Jimmy  R.  Haskins,  Ed.D. 
Director 

Willow  River  Farms  Circle  « 162 

lVT''r        7747.  Operated  by:  CRI 

(409)  885-4121  Executive  Director 
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Directoiy  of  Wheelchair  Manufacttvrers 


21st  Century  Scientific 

4915  Industrial  Way 
Coeur  d'Alene,  ID  83814 
(208)  667-8800  (M,  P) 

Accumec 

32  Race  St 

San  Jose,  CA  95126 

(408)294-3100  (M,  P) 

Action  Technology 

39350  Taylor  Pkwy 

North  Ridgevllle,  OH  44039 

(800)  424-4214  (M,  P,  C) 

Aiplia  Mobility 

PO  Box  22137 
Sarasota,  FL  34276 
(800)  749-5444  (P) 

Amigo  Mobility  International 

6693  Dixie  H\., 
Bridgeport,  Mi  -t8722-0402 
(800)  821-2710  (P) 

Atlantic  Reliabilitation 

81  Rumford  Ave 
Waltham,  MA  02254 
(617)894-0069  (M,  P,  C) 

Australian  Transcender 
Industries  P/L 

GPO  Box  3908 
Sydney  2001  NSW 
Australia  (P) 

Bencraft 

The  Ave,  Rubery,  Rednal 
Birmingham 
England  B45  9AP 
021  457  9001  (M) 

Biolink  Computer  R&D 

4770  Glenwood  Ave 
North  Vancouver,  BC 
Canada  V7R  408 
(604)  984-4099  (P) 

Braun 

1014  South  Monticello 
PO  Box  310 
Winamac,  IN  46996 
(800)  843-5438  (P) 
See  our  ad  on  pg  27. 

Bruno  Independent  Living  Aids 

1780  Executive  Dr,  PO  Box  84 
Oconomowoc,  Wl  53066 
(800)  882-8183  (P,C) 
See  our  ad  on  pg  25. 

Burke  Mobility  Products 

PO  Box  1064 
Mission,  KS  66222 
(800)255-4147  (P) 

C  F  Struck 

W51  N545  Struck  Ln,  Box  307 
Cedarburg,  Wl  53012 
(414)  377-3300  (P) 

Califomia  Cruisers 

21742  Marilla  St 
Chatsworth,  CA  91311 
^18)  718-2828  (M) 
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Canadian  Wheelcliair  Mfg 

1360  Blundell  Rd 
Mississauga,  Ontario 
Canada  L4Y1M5 
(41 6)  275-3960  (M,C) 

Car  Cliair 

Car  Chair  House,  Station  Rd 
Industrial  Estate 
Hailsham,  Sussex  BN27  2ES 
England  (M) 

Cliair  Concern 

13150  Paramount  Blvd 
South  Gate,  CA  90280 
(213)630-4220  (P) 

Colours  'N  Motion 

1591  S  Sinclair  St,  Ste  A 
Anaheim,  CA  92806 
(800)  892-8998  (M) 

Convaid  Products 

3541  A  Lomita  Blvd 
Torrance,  CA  90505 
(800)  552-1 020  (M) 
See  our  ad  on  pg  20. 

R  J  Cooper  &  Associates 

24843  Del  Prado,  Ste  283 
Dana  Point,  CA  92629 
(800)  752-6637  (P,  C) 

Crown  Medical 

PO  Box  132 

r?eynoldsburg,  OH  43068 
(614)  866-9803  (M) 

Damaco/Freedom  on  Wheels 

20542  Plummer  St 
Chatsworth,  CA  91311 
(800)  432-2434  (M,  P,  C) 

DU-IT  Control  Systems  Group 

8765  Township  Rd,  #513 
Shreve,  OH  44676-9421 
(216)567-2906  (P) 

Dufco  Electronics 

2847  N  Business  Park  Ave 
Fresno,  CA  93727-1328 
(800)  456-8168  (P) 

Dupree  Wheelchair  Services 

Rt  35,  Box  335A 
Gainesville,  FL  32608 
(904)  495-9459  (M) 

Eagle  Sportschairs 

2351  Parkwood  Rd 
Snellville,  GA  30278 
(404)  972-0763  (M) 

Electric  Mobility 

1  Mobility  Plaza 
Sewell,  NJ  08080 
(800)  662-4548  (P) 

Elite  Wheelchair  Products 

2884  Melissa  Crt 
Snellville,  GA  30278 
(800)  824-7903  (M) 


The  types  of  wheelchairs  manufactured  by  each  listed 
company  are  designated  by  letter  code:  M«manual, 
P=powered,  C-children's.  Most  companies  manufacture 
young  adult  and  adult  manual  wheelchairs.  Tliis  list 
was  provided  by  ABLEDATA,  an  assistive  technology 
and  adaptive  communications  database.  For  more  infor- 
mation call  ABLEDATA,  (800)  227-0216. 


Equipment  Shop 

PO  Box  33 
Bedford,  MA  01730 
(617)275-7681  (C) 

Eric's  House 

12503  44th  Drive  SE 
Everett,  WA  98203-9000  (P) 

ETAC  USA 

2325  Parklawn  Dr,  Ste  P 
Waukesha,  Wl  53186 
(800)  678-3822  (M,  C) 

Everest  and  Jennings 

1 100  Corporate  Square  Dr 
St  Louis,  MO  63132-2908 
(800)  235-4661  (M,  P.  C) 

Everest  &  Jennings  Canada 

111  Snidercroft  Rd 
Concord,  Ontario 
Canada  L4K  2J8 
(415)669-2381  (M,  P,  C) 

Excel  Mobility  Products 

636  Constitution  Ave  NE 
Washington,  DC  20002 
(202)  544-0323  (P) 

Falcon  Rehabilitation  Products 

4404  East  60th  Ave 
Commerce  City,  CO  80022 
(303)  287-6808  (M,  P) 

Folio  Products 

1341  Sherman  Dr,  Unit  A 
Longmont,  CO  80501 
(800)  356-41 25  (P) 

Fortress 

827  Jefferson,  PO  Box  489 
Clovis,  CA  93612 
(800)  869-4335  (M,  P,  C) 

Gendron 

400  E  Lugbill  Rd 
PO  Box  197 
Archbold,  OH  43502 
(800)  537-2521  (M,  P,  C) 

Golden  Technologies 

159  Penn  Ave 
Exeter,  PA  18643 
(800)  624-6374  (P) 

Grove  Innovations 

120  W  Church  St 
Centre  Hall,  PA  16828 
(814)  364-2677  (M) 

Guardian  Products 

4175  Guardian  St 
Simi  Valley,  CA  93063 
(800)  255-5022  (M) 
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Gunnell 

8440  State  St 
Millington,  Ml  48746 
(800)  551-0055  (M,C) 

Hadco  Marketing  Services 

6601  NW  14th  St,  #2 

Ft  Lauderdale,  FL  33313-4579  (P) 

Halls  Wheels 

PO  Box  380784 
Cambridge,  MA  02238 
(617)628-7955  (M) 

927  Lake  Rd,  PO  Box  710 
Medina,  OH  44256 
(800)  428-7833  (M) 

Hoveround 

1748  Independence  Blvd,  Ste  B1 
Sarasota,  FL  34234 
(800)  964-6837  (P) 

IDC 

Chatuzange  le  Goubet 
26300  Bourg  de  Peage 
France  (M) 

Imex  Healthcare 

1671  Dell  Ave,  Ste  202 
Campbell,  CA  95008-6903 
(408)  370-6361  (M) 

Interior  Medlquip 

PO  Box  1875 
Vemon,  BC 
Canada  VI T8Z7 
(604)  542-1363  (M) 

Invacare 

PO  Box  4028 
899  Cleveland  St 
Elyria,  OH  44036-2125 
(800)  333-6900  (M,  P,  C) 

Iron  Horse  Productions 

2624  Conner  St 
Port  Huron,  Ml  48060 
(313)  987-6700  (M) 

Jaken  Medical— New  Horizons 

231 0  East  Orangethorpe  Ave 
Anaheim,  CA  92806 
(800)  678-4499  (M) 

Kareco  International 

299  Rt  22  E 

Green  Brook,  NJ  08812 
(800)  852-7326  (M) 

Kempf 

1080  E  Duane  Ave,  Ste  E 
Sunnyvale,  CA  94086 
(408)  773-0219  (P) 
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Kendall-Futuro 

5405  Dupont  Cir,  Ste  A 
Cincinnati,  OH  45150-2735 
(513)576-8000  (M,  C) 

Kid-Kart 

126  Rosebud,  Ste#1 
Belgrade,  MT  59714 
(800)  388-5278  (M,  C) 
See  our  ad  on  pg  26. 

Kuschall  of  America 

708  ViaAlondra 
Camarillo,  CA  93012-8713 
(800)  654-4768  (M) 

Labac  Systems 

8955  S  Ridgeline  Blvd,  Ste  A 
Highlands  Ranch.  CO  80126 
(800)  445-4402  (P) 

Leisure  Lift 

1800  Men-iam  Ln 
Kansas  City,  KS  66106 
(800)  255-0285  (P) 

Lumex 

100  Spence  St 

Bay  Shore,  NY  11706-2290 

(800)  645-5272  (M) 

Hugh  Macmillan  Rehabilitation 
Centre 

350  Rumsey  Rd 
Toronto,  Ontario 
Canada  M4G  1R8 
(800)  363-2440  (P) 

■Medical  Lab  Automation 

8110Ulmerton  Rd 
Largo,  FL  34641 
(800)  237-1162  (M) 

Medical  Resource  Cor  lanies 
of  America 

10670  N  Central  Expressway 
Dallas,  TX  75231 
(800)  583-6565  (P) 

Meyra/Flve  Star  Mobility 

Mobility  Manufacturing 

5555  S  Country  Club  Rd 
Tucson,  AZ  85706 
(800)  767-2668  (P) 

Morgan  Technology 

2230  Wisconsin  Ave 
Downers  Grove,  IL60515 
(800)  906-5483  (M) 

Motovator 

1732  Border  Ave 
Torrance,  CA  90501  -3601 
(310)320-5941  (P) 

Mulholland  Positioning  Systems 

PC  Box  391,  215  N  12th  St 
Santa  Paula,  CA  93060 
(805)525-7165  (M,  C) 

Omni  Manufacturing 

4355  International  Blvd 
Norcross,  GA  30093 
(800)  554-9215  (M) 


Orthofab 

500  Rue  Desrochers 
Ville  Vanier,  Quebec 
Canada  G1M1C2 
(418)681-0667  (P) 

Ortho-Kinetics 

W220  N507  Springdale  Rd 
PO  Box  1647 

Waukesha,  Wl  53187-1647 
(800)  588-7786  (M,  P) 

Otto  Bock 

3000  Xenium  Ln  N 
Minneapolis,  MN  55441 
(800)  328-4058  (M) 

Patient's  Personal  Needs 

275  Centre  St 
Holbrook,  MA  02343 
(800)  289-4776  (M) 

Peachtree  Medical  Systems 

5002  N  Royal  Atlanta  Dr,  Ste  P 
Tucker,  GA  30084 
(404)939-1122  (P) 

Peachtree  Patient  Center 

3123  Presidential  Dr 
Atlanta,  GA  30340 
(404)  457-0700  (P) 

Permobil  of  America 

6  B  Gill  St 

Wobum,  MA01801-1721 
(800)  736-0925  (P) 

Pin  Dot  Products 

6001  Gross  Point  Rd 
Niles,  IL  60648-4027 
(800)  451-3553  (M) 

Poirier  S.A. 

Usine  des  Roches-Fondettes 
37230  Luynes 
FRANCE (M, C) 

JA  Preston 

PO  Box  89 
Jackson, Ml  49204 
(800)631-7277  (M,  C) 
See  our  ad  on  the  back  cover. 

Pride  Health  Care 

71  S  Main  St 
Pittston,  PA  18640 
(800)  457-5438  (P) 

Quest  Technologies 

766  Palomar  Ave 
Sunnyvale,  C/.  94086-9716 
(408)  739-3550  (P) 

Quickie  Designs 

2842  Business  Park 
Fresno,  CA  93727 
(800)  456-81 68  (M,P,C) 
See  our  ads  on  pgs  V/&29. 

Qu'ckie  Designs/Shadow 
Products 

20604  84th  Ave  S 
Kent.WA  98032-1224 
(800)  342-1 579  (M) 


Ranger  All  Season 

PO  Box  132 
George,  IA51237 
(800)  225-381 1  (P) 

Redman  Wheelchairs 

945  E  Ohio  St  #4 
Tucson,  AZ  85714-1694 
(800)  727-6684  (M,  P,  C) 

Rehab  Centre  for  Children 

633  Wellington  Ores 
Winnipeg,  Manitoba 
Canada  R3M  0A8 
(204)  452-431 1  (M,  C) 

Rehabco 

1513  Olrnstead  Ave 
Bronx,  NY  14202 
(718)  829-3800  (M,  P,  C) 

RETEC  USA 

10  Centre  Dr 
Orchard  Park,  NY14U 
(800)  377-3832  (P) 

RolControl  Products 

6750  Worth  Way 
Catnarillo,  CA93012 
(805)386-4191  (P) 

Rx  Rocker 

3541  OldConejo  Rd,  #101 
Newbury  Park,  CA  91320 
(800)  762-5371  (M) 

Samhall  Rehab 

300  Long  Beach  Blvd 
Stratford,  CT  06497-7153 
(800)  882-0098  (M,  C) 

Seidel  Electronics 

466  W  Market  St 
Akron,  OH  44303 
(216)  376-3817  (P) 

Steven  Motor  Chair 

120NGunter 

Siloam  Springs,  AR  72761 

(501)  524-8448  (P) 

Stroller-Pack 

134  N  Franklin  St 
Juneau,  AK  99801 
(800)  487-9652  (C) 
See  our  ad  on  pg  46. 

TM  Innovative  Products 

830  South  48th  St 
Grand  Forks,  ND  58201 
(701)772-5185  (P) 
See  our  ad  on  pg  43. 

Tallahestce  Therapeutic 
Equipment 

9601  Miccosukee  Rd,  Lot  13 
Tallahassee,  FL  32308-9609 
(000)  476-0487  (M) 

Tarsys  Engineering 

101  Bartley  Dr 
Toronto,  Ontario 
Canada  M4A1C9 
(415)751-9992  (P) 
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Technovation 

6373  W  Glenbrook  Rd 
Brown  Deer,  Wl  53223 

(414)  354-8895  (M) 

Tetra  Development  Society 

Plaza  of  Nations,  Box  27 
770  Pacific  Blva  S 
Vancouver,  BC 
Canada  V6B  5E7 
(604)  688-6464  (P,  C) 

Theradyne 

21730  Hanover  Ave 
Lakeville,  MN  55044 
(800)  328-4014  (M,  P,  C) 

Top  End  by  Action 

4501  63rd  Cir  N 
Pinellas  Park,  FL  34665 
(800)  532-8677  (M) 

Tuffcare 

2700  Saturn  St  #A 
Brea,  CA  92621-6704 
(800)367-6160  (M) 

Up  and  Over  Engineering 

1509  Liberty  St 
El  Cen-itc,  CA  94530 

(415)  233-1328  (M) 

Valutec  AG 

Bleichevi^eg 
CH-5605  Dottikon 
Switzerland  (M) 

Voyager 

68102  US  Hwy31 
Lakeville,  IN  46536-9738  (P) 

Wheel  Ring 

199  Forest  St 
Manchester,  CT  06040 
(203)  647-8596  (M,  C) 

Wheelchair  Institute  of  Kansas 

PO  Box  777 

La  Crosse,  KS  67548 

(800)  537-6454  (M) 

Wheelchair  Store 

12025  ShilohRd,  Ste  230 
Dallas,  TX  75228 
(800)648-1884  (P) 

Wheelsport  International 

1 05  W  Dakota,  Ste  114 
Clovis,CA93612 
(209)  276-3271  (M,  C) 

Whitmyer  Biomeohanix 

848  Blountstown  Hwy,  Ste  H 
Tallahassee,  FL  32304 
(904)  575-5510  (M) 

XL  Wheelchairs 

1020  Marauder  St,  Ste  102 
Chico,  CA  95926 
(800)  356-3554  (M,  C) 

Zygo  Industries 

PO  Box  1008 

Portland,  OR  97207-1008 

(800)  234-6006  (P) 
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j^erkshire 

^p^Jeadows 


A private,  non-profit  year-round 
residential  school  for  children 
who  are  developmentally  delayed 
and  may  be  multiply  disabled. 


We  believe 
that  all 
children,  no 
matter  how 
severely 
disabled,  can 
make  progress, 
and  that 
through  careful 
assessment  of 
all  aspects  of 
development, 

considered  planning  and  teaching, 

round-the-clock  structure,  and  a  nurturing 

environment,  children  can  achieve  their  maximum  potential. 


Beautiful  campus  in  the  heart  of  the 
Berkshire  hills,  with  cheery,  comfortable  semi- 
private  rooms 

Innovative  learning  center  with  unique,  year- 
round  curriculum 

Hydrotherapy  in  an  indoor  therapy  pool 
and  hubbard  tank 

Augmentative  communication  systems 
developed  along  with  total  communication 

Intensive  physical  therapy 

Around-the-clock  advanced  medical  care 

Associations  with  leading  specialists  and  major 
medical  centers 

Affiliation  with  SUNY 

Parent  association  and  open-door  visiting  policy 

Gail  W.  Charpentier,  Executive  Director 
Berkshire  Meadows 
249  North  Plain  Road 
Housatonic,  MA  01236 
Circle  #6  413/528-2523 


^0[{<;  ScfiooC 

For  Children  With  Cerebral  Palsy 

Serving  children  with  multiple  disabilities  resulting  from 
cerebral  palsy  or  traumatic  brain  injury  who  need  compre- 
hensive, individually  structured  programs  that  include: 


*  Physical  Therapy 

*  Occupational  Therapy 

*  Speech  and 
Language  Therapy 

*  Communication  Aids 


>  Special  Education 

>  Music  Therapy 

>  Special  Medical 
Attention 

>  Adapted  Recreational 
Activities 


HMS,  open  to  students  two  to  21  years,  offers  all  of  these 
services  and  more.  The  experienced  staff  and  well-respected 
consultants  provide  strong  interdisciplinary  programs  forday 
and  residential  students  at  the  licensed  private  school. 

For  more  Information  write  or  call: 
Diane  L.  Gallagher,  Director 

HMS  School  for  Children  with  Cerebral  Palsy 
4400  Baltimore  Avenue,  Philadelphia,  PA  19104 
(215)222-2566 

A  .  *r 
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"IwattttospeUand 
talk/aster" 

Introducing  DynaWfite. 

DsnaWrite  '  is  a  revolutionary  new  software 
package  for  the  DynaVox"  augmentative  com- 
munication aid.  One  that  can  help  people  compose 
longer,  more  complex  messages,  faster  and  easier 
than  ever  before.  So  if  you  know  someone  who 
migilt  benefit  from  it.  we  urge 
\'ou  to  contact  your  therapist.  Or 
give  us  a  call,  at  1-800-344-1778. 

We  Hear  You, 

BDDIIBIIiaB  flDBBBBB 

TECHNOLOGY  INC. 

Circle  #68  „        .      ,  <»« 
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REACH  FOR  1HE  SnmS 


ABILITIES  EXPO  is  a  must  attend  event 
for  all  ages,  families,  seniors,  health  care 
providers,  and  rehabilitation  profesaonak, 

Mark  your  Calendar  to  attend 
ABILITIES  EXPO  in  a  city  near  you: 

ABILITIES  EXPO  EAST 

Edison^  NJ 
Raritan  Expo  Center 
April  15-17,  1994 

ABILITIES  EXPO  WEST 
Anaheim,  CA 
Anaheim  Convention  Center 
May  20-22,  1994 


ABIUTH 

The  #1  Show  of  Products  and  Services 
for  People  with  Disabilities 

Opportunities  to  try  and  buy 
on  the  Show  floor 

One  giiint  mtirkctplcKT  of  products  and  .Trv'ia^s  (or 
R-opIc  with  Disdbilitics,  S(Miiors,  and  1  Icaltli  Ctirc^ 
Proic^sionals.  Sa^  and  trs':  Vans,  Lifts,  Whrcldiairs, 
Exerc  isers,  Computers,  S-Wliec^I  Stoolei-s,  Clothing  Daily 
Living  Aids,  Personal  Caa--  Produris,  Toys  and  more! 

Longest  running  show  of  its  kind  in  the  U.S. 

Emphasizing  a  more  independent  and  rewarding  life  for 
Pa)ple  with  Disabilitii'S,  Come  and  explore  a  huge,  fully 
tKcessible  "shop[)ing  center"  full  of  products  and 
tahnologies.  Attend  workshops  and  \'isit  the  roniputer 
center  gearcxl  to  \'Our  naxls  and  inlerc^ls. 

For  more  information  on  attending 
please  call  203I2SM700, 


SAVE  ONE  DOLLAR  •  SAVE  ONE  DOLLAR 
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Saw  ONE  DOLLAR  on  a  single  admission,  regularly  $4  when  you  present  this  coupon. 
Childr<>n  under  12  are  fr<>e.  Mame  and  address  must  be  completed  to  validate  coupon. 
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Directoiy  of  Cushion  Manufacturers 


Accu-Back 

1475  E  Del  Amo  Blvd 
Carson,  CA  90746 
(213)  639-7992 

Action  Products 

22  N  Mulberry  St 
Hagerstown,  MD21740 
(800)  228-7763 

Activeaid 

1  Activeaid  Rd 
PO  Box  359 

Redwood  Falls,  MN  56283-0359 
(800)  533-5330 

Adamin 

39  Haven  Ave 
Bergenfleld,  NJ  07621 
(800)  833-3725 

Alagold 

1920S  Court  St 
PO  Box  4959 
Montgomery,  AL  36103 
(205)  834-6900 

Alexander  Industries 

PO  Box  491 3 
Akron,  OH  44310 
(800)  345-7341 

Alimed 

297  High  St 
Dedham,  MA  02026 
(800)225-2610 

Allyn  Air  Seat 

18Millstream  Rd 
Woodstock,  NY  12498 
(914)679-2051 

Aiptia  Protecti 

903  W  Center  St,  BIdg  E 
N  Salt  Lake,  UT  84054 
(800)  527-7689 

Anna  Dote 

Box  40,  Pullam  Dr 

W  Middlesex,  PA  16159 

(800)346-6132 

Baci(  Ease 

PO  Box  5283 
Louisville,  KY  40205 
(502)  451-0394 

Baci(saver  Products 

53  Jeffrey  Ave 
Holliston,  MA01746 
(617)429-5940 

Bandy  Aids 

423  State  St 

Bow/iing  Green,  KY  421 01  -1 240 
(800)  326-5173 

Bauerfeind  USA 

1 590  N  Roberts  Rd,  #J14 
Kennesaw/,  GA  30144-3679 
(800)  423-3405 


Bell-Horn 

451  N  3rd  St 
PO  Box  3408 
Philadelphia,  PA  19123 
(800)523-4518 

Better  Sleep 

57  Industrial  Rd 

Berkeley  Heights,  NJ  07922 

(908)  464-2200 

Biotech 

PO  Box  7036 
Grayslake,  IL  60030 
(800)526-2158 

Bodycare 

31 5  Gilmer  Ferry  Rd 
Ball  Ground,  GA  30107 
(800)  858-9888 

Bodyline  Comfort  Systems 

3730  Kori  Rd 
Jacksonville,  FL  32257 
(800)874-7715 

Canyon  Products 

10173  Croydon  Way 
Sacramento,  CA  95827 
(800)221-5499 

Cascade  Designs 

40001st  Ave  S 
Seattle,  WA  981 34 
(800)527-1527 

CHS  International 

PO  Box  21067 
550  39th  Ave  NE 
Columbia  Heights,  MN  55421 
(800)  878-4550 

Comfort  Cover 

1676  Industrial  Blvd 
Chula  Vista,  CA  92011 
(619)423-2118 

Comfort  Med 

609  Interchange  Dr  SW 
Atlanta  GA  30336-1603 
(800)  527-3626 

Comfy  Back/Evans 

1611  Lincoln  Blvd 
PO  Box  988 
Venice,  CA  90294 
(800)  272-6639 

Commander  Omni 

PO  Box  246 

Garden  City,  NY  11 530 

(800)  645-4704 

D  A  Schulman 

7701  Newton  Ave  N 
Brooklyn  Park,  MN  55444 
(612)561-2908 

Danmar  Products 

221  Jackson  Industrial  Dr 
Ann  Arbor,  Ml  48103 
(800)783-1998 


The  following  list  of  wheelchair  cushion  manufacturers 
was  provided  by  ABLEDATA,  an  assistive  technology 
and  adaptive  technology  database.  For  more  informa- 
tion call  ABLEDATA,  (800)  227-0216. 


Dermacare 

7651  National  Turnpike 
Louisville,  KY  40214 
(800)  626-4550 

Duro  Med  Industries 

301  Lodi  St 

Hackensack,  NJ  07602 
(800)  526-4753 

Dynamic  Systems 

Rte2,  Box182B 
Leicester,  NC  28748 
(704)  683-3523 
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Vx'  Jciy'  GS  Cushion  and  Back. 
Manii/eictiirccl  hyjav  •Uedical. 
Botikk'K  CO. 

Embracing  Concepts 

40  Humboldt  St 
Rochester,  NY  14609 
(800)  962-5542 

Everest  and  Jennings 

1 1 00  Corporate  Square  Dr 
St.  Louis,  MO  63132-2908 
(800)  235-4661 

Foam  Products 

4747  Bronx  Blvd 
Bronx,  NY  10470 
(800)  283-4362 

Frank  Stubbs  Company 

4518  Vano wen  St 
Burbank,  CA91505 
(800)  223-1713 

Fred  Sammons 

Box  32 

Brookfield,  IL  6051 3-0032 
(800)  323-5547 

Freedom  Designs 

2241  Madera  Rd 
Simi  Valley,  CA  93065 
(800)331-8551 
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G  E  Miller 

540  Nepperhan  Ave 
Yonkers,  NY  10701 
(800)431-2924 

Gaymar  Industries 

10  Centre  Dr 

Orchard  Park,  NY  14127 

(800)  828-7341 

Gendron 

400  E  Lugbill  Rd 
PO  Box  197 
Archbold,  OH  43502 
(800)  537-2521 

Golden  Fleece  Intemational 

14240  60th  St  N 
Clearwater,  FL  34620 
(800)  562-7326 

Grandmar 

1311  63rd  St 
Emeryville,  CA  94608 
(415)428-0441 

Grant  AirMass 

986  Bedford  St 
PO  Box  3456 
Stamford,  CT  06905 
(800)  243-5237 

Hartwell  Medical 

6352  Corte  Del  Abeto  #j 
Carlsbad,  CA  92009-1408 
(800)  633-5900 

Health  and  Medical 
Techniques/Aquatherm 

PO  Box  2697 
Smithtown,  NY  11 787 
(800)  526-4296 

HeaithFLEX 

127  Bowen  Rd 
Bennington,  VT  05201  -201 7 
(800)  782-8889 

Heelbo 

5745  W  Howard  St 
Niles,  IL  60648 
(800)  323-5444 

Hermell  Products 

23  Britton  Dr,  Box  7345 
Bloomfield,  CT  06002 
(800)  233-2342 

Homedics 

6841  N  Rochester  Rd,  Bldg  H 
Rochester  Hills,  Ml  48306 
(800)  333-8282 

JA  Preston 

PO  Box  89 

Jackson,  Ml  49204-0089 

(800)631-7277 

See  our  ad  on  the  back  cover. 
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JT  Posey 

Larkotex 

5635  Peck  Rd 

1002  Olive  St 

Arcadia,  CA91006 

PO  Box  449 

(oUU) 

Texarkana,  I  x  75501 

Jay  Medical 

PO Box  1865) 

Lotus  Health  Care  Products 

Boulder,  CO  ti0308-8656 

31  Sheridan  Dr 

/or\r\\  CAo  '/Ooo 
(oUU)  b^ii-JdOd 

NaugatucK,  01  0b770 

\£.\J<jf  1  tO    1  tot 

Jefferson  Industries 

Luba  Medical  Supplies 

205  Nassau  St 

6187  NW  167th  St,  #H24 

Princeton,  NJ  08540 

Miami,  HL  33015 

Jobst  Institute 

Lumex 

PO  Box  653 

100  SpenceSt 

Toledo,  OH  43694 

Bay  Shore,  NY  11 706-2290 

Kees  Goebel  Medical 

Luxury  Liners 

Specialties 

14747  Artesia  Blvd,  BIdg  D 

9663  Glades  Dr 

La  iVIirada,  CA  90638 

Hamilton  OH  4501 1 

(800^  ?47-4?n'? 

(8001  354-0445 

Maddak 

Ken  McRight  Supplies 

6  Industrial  Rd 

7456  S  Oswego 

Pequannock,  NJ  07440 

Tulsa,  OK  74136 

(800)  443-4926 

(918)492-9657 

Mason  Medical  Products 

Kendall-Futuro 

8000  Cooper  Ave,  Bdig  28 

1  Riverfront  PI,  Ste  900 

Glendale,  NY  11385 

Newport,  KY  41071 

(800)  233-4454 

(800)  933-0210 
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Models  Available  Now 

BIGFOOT 


provkles  freedom  and  indepen- 
dence. Fully  equipped  with 
electrons  controls,  these  play 
vehkdes  provkle  an  enjoyable 
way  lor  a  young  chikl 
with  a  disability  to 
learn  important 
devetopmental 
skills. 


Ail  five  nr»dels  offer  a  variety  of 
eiactronio  oontrol  systems  each 
designed  to  nwet  the  pattKular  needs  o(  the  young  driver.  Formaximum 
safety,  an  opiiona)  remote  control  overrUe  switch  enables  a  parent  or 
other  aduH  to  supervise  vehicle  operation.  Spedat  seating  and  other 
safety  equipment  is  available.  Care  operate  on  two  rechargeable  6  voR 
batterief  Call  us  for  addltkxwl  infonnation  and  orders. 

1  -800-950-51 85 

Innovative  Products,  830  S.  48th,  Grand  Forks,  ND  S8201 

Circle  #42  Photo  UMd  by  p«milMlon  Btgloot  4  X  4  inc.  si.  Uxii,  mo 
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Med  Foam 

5250  Klockner  Dr 
Richmond,  VA  23231 
(800)343-8112 

Medical  Devices  International 

3849  Swanson  Ct 
Gumee,  IL  60031 
(800)  323-9035 

Medical  Specialties 

4911  Wimot  Rd 
Charlotte,  NC  28208 
(800)  334-4143 

Medpro 

275  Highway  18 

East  Brunswick,  NJ  08816 

(800)257-5145 

Mor  Loc 

PO  Box  427 
Conover,  NC  28613 
(800)438-9201 

Otto  Bock 

3000  Xenium  Lane  N 
IVIinneapolis,  IVIN  5544" 
(800)  328-4058 

PA  Medical 

PO  Box  1286 
Columbia,  TN  38401 
(615)381-3422 

PCP  Champion 

300  Congress  St 
Ripley,  OH  45167 
(800)  888-0867 

Pin  Dot  Products 

6001  Gross  Point  Rd 
Niles,  IL  60648 
(800)  451-3553 

Posture  Comfort  Cushion 

59-29  174th  St 

Fresh  Ivleadows,  NY  1 1365 

(718)631-1734 

Profex  Medical  Products 

PO  80x16043 
St  Louis,  MO  63105 
(800)  325-0196 

Quickie  Designs 

2842  Business  Park 

Fresno,  CA  93727 

(800)456-8168 

See  our  ads  on  pgs17&  29. 

Roho 

PO  Box  658 
Belleville,  IL  62222 
(800)  356-2990 

Roloke 

5760  Hannum  Ave 
Culver  City,  CA  90230 
(800)  533-8212 

Scott  Specialties 

PO  Box  129 
Belleville,  KS  66935 
(800)255-7136 
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Sheepskin  Ranch 

3309  Winthrop,  Ste  85 
FortWorth.TX  76116 
(800)  366-9950 

Skil  Care 

167  Saw  Mill  River  Rd 
Yonkers,  NY  10701 
(800)  431-2972 

Southwest  Tochnologies 

2018  Baltimore 
Kansas  City,  MO  64108 
(800)  247-9951 

Span  America 

PO  Box  5231 
Greenville,  SC  29606 
(800)  888-6752 

Special  Health  Systems  Ltd. 

225  Industrial  Parkway  S 
Aurora,  ON 
Canada  LAG  3V5 
(800)  263-2223 

Spenco  Medical 

6301  Imperial  Dr 
Waco,  TX  76712 
(800)  433-3334 

Spinal  Technologies 

1985  Rutgers  Univ  Blvd 
Lakewood,  NJ  08540 
(800)257-5145 

Stat  Medical 

200  Debusk  Ln 
Powell,  TN  37849 
(800)  251-9864 

Steridyne 

3725  Investment  Ln 
Riviera  Beach,  FL  33404 
(800)  327-6185 

Stryker 

420  Alcott  St 
Kalamazoo,  Ml  49001 
(800)  253-3210 

Sween 

1940  Commerce  Dr 
PO  Box  8300 
North  Mankato,  MN  56001 
(800)  533-0464 

Thompson  Medical  Specialties 

4301  Bryant  Ave  S 
Minneapolis,  MN  55409 
(800)  777-4949 

Total  Care 

18910  Bonanza  Way 
Gaithersburg,  MD  20879 
(301)840-9027 

Winganna  Care  Products 

1612  Highway  93 
Poison,  MT  59860 
(406)  883-2337 
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If  incontinence 
is  part  of  your  life, 
you're  not  alone. 

For  millions,  it's 
a  fact  of  life.  But 
now  there's  a  better 
way  to  deal  with  it. 

Now  there's 
Hypersorb'"a  new 


For  women  and  men,  giris  and  boys;  Hypersorb  looks  like  actnewear,  works  like  incontinence  wear. 


long,  long  time.  After 
multiple  washings, 
its  absorbency  is  still 
1000%. Which  means 
it  can  save  you  quite 
a  bit  of  money  over 
disposables. 

Even  better,  this 
also  works  for  our 


technology  that  brings  a  new  level  of  comfort  and 
confidence  to  incontinence  products. 

What's  more,  it's  also  rtusable,  so  it  brings  a  new 
level  of  economics.  And  that's  not  all. 

As  you  can  see,  it  has  the  fashion  of  activewear, 
so  it  will  appeal  to  everyone  from  children  to  seniors. 

We  know  it  works;  it's  been  working  for  years 
throughout  Europe  under  the  brand  name  Ganmill. 

Even  uncompressed,  it's  only  4mm  thick,  so  it 
can  be  used  in  a  variety  of 
fashionable  designs. 

You'll  also  notice  that 
there's  a  lot  less  bulk  than 
you  expect  in  an  under- 
gament  that  works  so  well. 

And  it  keeps  working  a 


High  density  fibers  \ 
wick  fluid  from 
surface  quicklf. 

"Cells"trap  liquid' 
in  the  center. 


Fibers  bundled  in  coils  to  transmit  fluid  to  center 
and  spread  it  throu|hout  the  garment 


environment.  We  use  only  pure  polyester  and  viscose 
fibers;  add  no  chemical  binders  or  wood  pulp  products. 

All  told,  we  believe  that  Hypersorb  will  work 
better  than  whatever  you're  using  now. 

But  talk  is  cheap.  We  back  that  up  with  a  One- 
Year  Guarantee.  Follow  instructions,  and  if  Hypersorb 
doesn't  keep  working,  send  it  back.  We'll  ^^^^^/-^^ 
give  you  a  new  one  or  your  money  back.  J.r^ 
So  call,  write  or  fax  us.  MasterCard,  ^^^"""H 
Visa  and  personal  checks 
are  accepted.  Do  it  now. 

Because  you've  got 
nothing  to  lose. 

And  you've  got  a 
much  better  way  of  dealing 
with  incontinence  to  gain. 


Hypepsflpl]':  Wliy  It  Works  Belten. 


■Reinforcing  fibers 
prevent  pooling, 
maximize  comfort 


:  Center  reservoir  holds 
fluid  from  surface. 


HYPERSORB  PATENT  PENDING 


rjMmmmm-M  IvIdrCn 
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307  Bacon  Road  •  Rougemont  NC  27572  •  (919)  477-1387'  Fax  (919)  477-2294 
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When  behavioral 
problems  obstruct 
medical  treatment, 
call  Cumberland  at 
1-800-368-3472. 


At  Cumberland  Hospital,  we  care  for  the  diffi- 
cult-to-treat — children  and  adolescents  whose 
medical  treatment  is  being  hindered  by  behav- 
ioral problems.  And,  we've  developed  special- 
ized programs  to  treat  the  psychological  as  well 
as  the  medical  symptoms  created  by  injuries  or 
illnesses  such  as  head  injury,  seizure  disorders, 
diabetes,  anorexia/bulimia,  colitis  and  asthma. 
For  complete  information  about  Cumberland's 
extensive  treatment  programs  and  capabilities, 
call  toll-free  1-800-368-3472  .  Sometimes  your 
last  resort  can  be  the  best  solution. 

CUMBERLAND 

Q  P.O.  Box  150,  New  Kent,  Virginia  23124 

ERIC  2l( 

ummmmmm 


PARENTING 


A  trip  to  the  mall- 

lO-YC(ir-oUl Ji'rcid  Knilz 
with  iiKiiii.  l.incUi. 
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by  Linda  Kratz 

Why  must  ereiyane  slcire  at  my  child  in  his  electric  wheelchair?  It  seemed  that  ever>'  time  we  w  ent  to 
the  iiiall,  a  restaurant  or  any  (itlier  pulMie  place,  everyone  stared  at  my  son.  But  were  tliey  really  .star- 
ing? 1  would  have  sworn  they  were... until  a  Saturday  afternoon  at  the  mall  changed  my  mind. 

I  had  waited  until  the  last  po.ssible  day  to  buy  sea.son  pas.ses  to  the  amu.sement  park.  I  knew  the 
line  in  the  mall  would  be  long-  I'd  be  waiting  for  at  least  f.vo  hours.  I  told  my  hu.sband  that  I  would 
be  back  later,  but  lie  decided  he  wanted  to  go  along  and  take  the  kid.s— Brad,  a  ver>'  active  four- 
year-old  and  Jerad.  our  ten-year-old  who  dri\  es  an  electric  wheelchair. 

I  tried  to  di.ssuade  him.  I  have  been  to  the  mall  on  a  Saturday  with  both  kid.s— it's  a  fate  I  would 
not  wish  on  anyone!  But  Steve  insisted.  "It'll  be  fun."  he  told  me.  "I  ll  walk  around  the  mall  with  the 
kills  while  you  v.  ait  on  line." 

.So.  we  headed  for  the  mall.  I  went  in  and  began  my  wait  at  the  end  of  a  \er>-  long  line,  while 
.Ste\  e  and  the  kids  headed  into  the  crowds. 

1  had  been  in  line  for  only  a  few  minutes  when  Ste\e  rushed  up  witli  Brad  in  tow.  'Phru.sting  our 
four-year-old  at  me  he  exclaimed.  "You  hold  him  for  a  few  minutes.  He  just  took  off  on  me  and  I 
had  to  cha.se  him.  Hang  onto  him  while  1  go  get  Jerad." 

1  knew  that  .something  like  this  would  happen.  I  didn't  get  too  excited  until  1  started  looking 
around  the  corner  and  didn't  .see  jerad  coming.  I'd  assumed  that  jeratl  was  just  a  few  feel  behind. 
This  was  not  the  case. 

I'he  mall  is  about  2  blocks  long.  I  was  in  a  hallway  near  the  middle.  Sie\e  had  been  at  one  end 
w  ith  both  kids  when  Brad  ran  off.  After  catching  him  and  handing  him  off  to  me.  he  went  back  to 
w  here  he  had  lelt  Jerad.  ^'ou  guessed  il— Jerad  was  gone. 

The  woman  just  in  front  of  iiie  in  line  loltl  me  slie  w(>ultl  save  my  sjxn  w  hile  I  joinetl  tlie  .search. 
Keejiing  a  finii  grij-i  on  Bratl  s  hantl.  I  ran  down  the  mall  tow  ard  the  end  w  here  Jerad  had  been  last 
seen.  I  looked  in  e\ery  sloa'  to  see  if  I  could  spot  him  or  evidence  that  he  had  been  tlirough  there— 
lojjpled  racks  would've  been  a  good  clue.  lAeiy  few  feel,  I  stopped  to  ask  pas.sershx-  if  they  had 
seen  a  child  dri\ing  an  electric  w  lieekhair.  Nobotly  had  seen  him!  VChy— today,  of  all  day.s— weie 
people  not  staring'?  Oil 
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Enjoying  the  great  outdoors:  Jeniel.  fotir-yecir-old  Brad  and 
dad.  Sieve,  go  for  a  hike  at  Lost  Maples  Stale  Park. 


My  husband  had  notified  mall  securirv-.  While  ninning 
dow  n  the  mall.  I  heard  loudspeakers  blare.  "VC'e  are  look- 
ing for  a  lost  child  in  an  electric  wheelchair.  Plea.se  contact 
mall  .security  if  you  .see  him. " 

"How  in  the  world  can  you  lose  a  child  in  a  wheel- 
chair?" I  asked  my.self.  "This  could  only  happen  to  us." 

It  t(X)k  me  about  IS  minutes  to  get  from  one  end  of  the 


mall  to  the  otiier.  Just  as  I  reached  the  far  end  of  the  mall,  I 
spotted  Steve  and  Jerad  coming  out  of  the  last  store. 

Steve  had  found  him  in  the  .store  "ju.st  driv  ing  around" 
being  a  normal  10-year-old.  Since  jerad  is  legally  blind — he 
has  peripheral  vision  only — this  is  not  something  that  I 
would  let  him  do  on  his  own.  Fortunately,  the  mall  has 
only  one  .set  of  stairs,  and  he  didn't  go  down  that  hallway. 

I  was  so  excited  to  .see  Jerad  that  all  the  anger  I  had 
been  feeling  was  overcome  h\-  m\'  joy.  Never  in  my  wildest 
dreams  had  I  ever  imagined  losing  Jerad — Brad,  yes;  but 
never  Jerad.  I  wasn't  really  worried  that  anyone  would  take 
him — the  electric  vvheelcliair  alone  weighs  2S0  pounds.  I 
was  more  concerned  about  him  being  frightened  or  driv  ing 
off  the  stairs.  At  the  same  time.  I  was  proud  that  Jerad  was 
independent  enough  to  make  it  from  one  end  of  the  mall 
to  the  other. 

As  it  turned  out,  Jerad  was  not  at  all  upset  at  being  left 
alone.  In  fact,  he  liked  it.  Until  this  pa.st  year.  Jerad  had 
been  easily  frightened  and  v  er\-  dependent  on  us.  "VC'e  had 
worked  ver\-  hard  to  make  him  more  confident  and  inde- 
pendent. Can  we  take  .some  of  his  new-found  daring  back? 

This  experience  taught  me  just  hcAv  normal  our  children 
really  are.  It  also  taught  me  that  people  are  not  always  .staring.  ■ 

Linda  Krcitz  lives  in  San  Antonio.  Texas  with  her  husband 
and  two  sons.  She  is  a  co-founder  of  the  Parent  Information 
Exchange,  a  non-profit  organization  for  parents  of  children 
with  disabilities.  She  is  also  a  nienifyer  of  the  Te.xas  Assistive 
Technology  Partnership  Council.  Her  first  article  for 
Exceptional  Parent,  -Electric  Wheelchairs...  Is  it  Giving  ip 
or  Giving.^"  appeared  in  October  1992. 


STROLL  Into 
A  New  World 


Not  only  can  you  take  your  child  to 
places  you  both  would  like  to  go,  our 
SPECIAL  NEEDS  STROLLER  PACK 
will  give  your  child  a  whole  new  outlook. 


STROLLER 

Amy  of  Life 


I  .ill  loi  Inl'iMii.iiMii 


rSOO  487  9652 
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BATH-MATE 


Water  Powered  Bath  UK 


■The  Bath-Mate  fits 
lyour  existing  tub  without 
Inxxttlcations 


\Sm^  Balhlhg  PlomcMs 


iThfl  Bath-MMc  raises 
I  slowly  to  wheelchair 
I  height  and  lowers  within 
1 2  inches  o(  tub  bottom. 

joolionaL 

•  Seat  Belts 

•  Arm  Rest 


Circle  #67 


Water  pressure  alone 
supplies  the  lifting  action. 
UtsuptoSSOIbs.  ' 


The  bath  chair  pivots  oul-{ 
ward  (or  sale  transfers. 

(800)947-6565 


P.O.  Bon  80095  Ortario,  Ca.  91758 
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In  Defense  of 
My  Daughter 

by  Judy  Horton 

Years  ago  we  played  with  our  fat  baby  and  occasion- 
ally worried  that  the  day  would  come  when  she 
would  go  out  into  the  world,  and  the  world  would 
be  caiel  to  her  for  no  reason  at  all.  That  the  day  would 
come  when  the  world  would  look  upon  the  one  we  loved 
with  all  our  hearts  and  see  only  the  defect,  the  difference. 
Not  her  personality  full  of  hope  and  alive  with  expectation, 
or  her  gentlene.ss,  or  her  terrific  sen.se  of  humor  or  her  pre- 
cious little  face  with  a  beauty  all  its  own.  Just  a  syndrome 
named  for  Dr.  Down. 

"I'll  be  understanding,"  I  said.  "If  .some  kid  is  mean.  Til 
explain  to  him  about  Kelly.  Ifs  really  ju.st  a  matter  of  edu- 
cation. Kids  need  to  learn.  They're  afraid  of  what  they  don't 
understand." 

"Yeah."  said  my  husband.  "Education.  That's  the  thing 
to  remember."  And  we  looked  at  each  other,  and  we 
looked  at  Kelly,  and  he  muttered  under  his  breath,  "And 
then  I'll  nib  the  kid's  no.se  off  on  the  sidewalk."  He  took 
his  fat  baby  girl  and  he  hoi.sted  her  high  in  the  air.  and  she 
laughed.  He  blew  raspberries  on  her  belly,  and  .she  gave 
forth  her  deep  rolling  chuckle. 

Now  that  baby  is  eight  years  old,  a  person  of  fine  .sen- 
sibilities and  definite  opinions.  Although  we  know  she  gets 
teased,  we  seldom  see  it. 

But  one  day  la.st  year  I  saw  it.  on  the  playground  of  a 
church  summer  day  care  program  for  elementary-  .school- 
aged  kids.  As  we  entered  the  yard  one  girl  stage-whispered 
loudly  to  her  two  friends,  "Look!  There's  thiit  RKE-tard. 
Ooooh.  I  hope  she's  not  coming  here! " 

My  eyes  flew  to  Kelly's  face  where  I  saw  a  mask  of 
stony  inclifference  and  icy  dignity  instantly  install  it.selt 
acro.ss  her  delicate  features.  And  I  knew  that  this  was  not 
the  first  time  Kelly  liad  experienced  being  summed  up  in 
the  word  "REE-tard." 

The  person  in  charge  had  heard  this  pronouncement 
too.  Iiut  cho.se  to  pretend  he  had  not.  1  politely  pretended  I 
had  not  heard  it  either.  The  little  girls  retreated  to  a  corner 
of  the  playground,  snickering  and  staring.  There  would  Ix' 
no  room  for  Kelly  at  this  particular  inn.  After  many  phone 
calls  back  and  forth  to  discuss  wliether  the  center  could 
meet  her  "needs,"  we  ended  up  with  no  day  care  for  the 
summer.  (Her  "needs"  are  the.se:  She  eats,  plays,  sleeps  and 
loves  to  play  with  friends.  She's  a  little  poky  and  somewhat 
slow  to  catch  on.  She's  .seldom  the  only  one.) 

1  hated  myself  for  being  tongue-tied.  1  hated  'laylor. 
Texas.  1  hated  the  church.  I  hated  that  little  girl.  1  hated  her 
friends.  I  hated  the  day  care  worker  and  the  director  too. 

We  came  home  and  Kelly  went  to  her  room  to  play 
with  Heather,  the  imaginary-  friend  who  ne\er  fails  her.  .My 

Q  Ki'lly  llorUtii.  f(.t!<'  c/.t;/)/. 
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husband,  Jerry,  came  home,  and  I  cried  and  raged.  I 
resolved  I  would  never  allow  a  thing  like  that  to  happen  to 
my  child  again  in  my  presence  I  stormed  to  the  word 
processor  and  wrote  a  script  for  myself  entitled  In  Defense 
of  My  Daughter.  I  committed  it  to  memory. 

Yesterday,  a  year  later,  I  recited  it  to  a  young  boy  at  the 
town  swimming  pool.  He  was  putting  on  a  macho  act  for 
his  little  friends  as  Kelly  played  by  herself  in  the  water.  He 
twisted  his  mouth  around  and  hung  his  tongue  out  in  a 
grotesque  parody  of  our  brothers  and  sisters  and  children 
who  have  mental  retardation.  (Kelly  does  not  have  tongue 
thrust,  but  never  mind  that,)  He  pulled  his  hands  up  and 
bent  them  over  at  awkward  angles  and  lurched  around  with 
his  head  contorted  against  his  neck,  (Kelly  has  no  trace  of 
cerebral  palsy,  but  ne\er  mind  that  either,)  The  little  boys 
stared  at  Kelly  and  laughed  at  their  friend  s  cleverness, 

I  .strode  confidently-  to  the  side  of  the  pool  and  caught 
his  eye,  "Come  over  here."  I  said.  He  glanced  around  ner- 
vously, hoping  I  was  talking  to  someone  else,  "You! "  I  said 
loudly — Ursula  the  Sea  Witch  appears  at  Taylor  Pool!  He 
approached  the  rim  of  the  pool,  I  did  not  crouch  down  in  a 
friendly  manner.  I  drew  my.self  up  even  taller, 

•">'ou  are  making  fun  of  my  little  girl."  I  said. 

"No  ma'am."  he  said,  "I  wasn  t.  no,  really," 

"You  were  too,"  I  said,  "and  I  want  you  to  stop  it,  .My 
daughter  has  Down  syndrome,  That  s  the  way  she  was 
born,  God  made  her  just  as  he  made  you,  That  s  the  way  he 
made  her.  and  he  does  not  make  mistakes.  He  is  a.shamed 
of  you  for  the  way  you  are  acting,  and  I  am  ashamed  of 
you.  and  you  siiould  be  ashamed  of  yourself," 

"Yes,  ma  am."  he  .said  to  the  .Sea  Witch  whose  voice 
had  ri.scn  and  now  drew  the  attention  of  a  major  portion  of 
the  kiddie  pool.  His  eyes  were  huge  and  full  of  fear,  all 
bravado  long  since  gone.  I  waited  for  the  words  to  sink  in, 

"Please  tell  me  you  will  never  do  that  again,"  I  said, 
committing  him  to  a  lifetime  of  disability  awareness  and 
inclusi\  e  behavior, 

"  Yes.  ma  am."  he  said,  "I  mean,  no  ma  am.  I  won  t," 

"Thank  you."  I  said,  "She  is  my  daughter,  and  I  love  her 
just  like  your  own  mom  lo\es  you,  I  won  t  let  anyone  hurt 
her  feelings,  just  like  your  mom  won't  let  anyone  hurt 
you " — I  hoped  tliis  was  taie, 

"Yes.  ma'am."  he  repeated.  tentati\-ely  Ixicking  away. 
He  may  have  been  uncertain  of  Gcxi's  intentions  in  this 
matter,  but  made  no  mistake  about  mine. 

He  was  thus  demoted  from  tormentor  to  ju.st  another 
tow-headed  eight-year-old  with  liig  blue  eyes.  Likewise.  I 
hoped  that  I  rsula  the  Sea  Witch  had  liecome  just  some 
kid's  mom  as  1  returned  to  my  liench. 

Kelly  had  waiched  this  exchange  from  a  corner  silently, 
a  little  alarmed  that  perhaps  she  had  done  something 
wrong.  She  stood  transfixed  in  the  water  as  the  offender 
returned  to  his  friends  and  began  a  game  of  chase. 

Then,  she  looked  up  at  me  and  smiled,  "Look  at  me. 
Mommy."  she  said,  "1  stand  on  my  hands,"  She  di\ed  clown 
and  stood  on  her  hands,  then  surfaced,  happily  proclaim- 
ing, "i  am  a  fish." 

And  my  heart  was  sad.  ami  my  heart  was  happy.  ■ 


Top:  Kelly.  1 5  mouths, 
liollmii:  Kelly  cwd  Dad. 


Judy  Norton  lives  in  Elgin,  Texas, 
where  she  and  her  husband,  Jerry,  are 
developing  a  Christian  community  for 
people  tvith  mental  retardation.  Kelly, 
bom  in  1984,  has  Down  syndrome. 
She  is  a  valued  member  of  a  regular 
class  in  her  local  school. 
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Laureate  1 

TALKING  SOFTWARE  FOR  SPECIAL  NEEDS 


Laureate's  book,  Sequential  Software  for  Language 
Intervention,  describes  seven  stages  of  language 
development  from  birth  to  adulthood.  Learn  how 
our  talking  software  can  improve  your 
child's  communication  skills. 

Call  for  a  j^I^*^ 
FREE  BOOK 
and  our  new 
1994  catalog. 
1.800-562-6801 


Laureate 

1 10  East  Spring  Street 
Winooski.VT  05404 
l-802-655-47r)? 


Crystal  Springs  School 

A  PROGRAM  OF  THE 
INSTITUTE  FOR  DEVELOPMENTAL  DISABILTIES.  INC. 


Providing  quality  residential,  special  education  and  treat- 
ment services  in  a  professionally  caring,  homelike  environment 
since  i953. 

•  30  acre  campus  in  Southeast  Massachusetts,  close  to 
Boston,  Cape  Cod,  Providence  and  Newport,  R.I. 

•  Programs  for  severely  and  profoundly  multiply  handi- 
capped children  and  young  adults  from  birth  -  22,  including 
those  young  people  characterized  as  medically  fragile. 

•  365  day  programs  providing  24  hour  nursing  availability. 

•  Lk:ensed  by  the  Massachusetts  Office  for  Children. 

•  Approved  by  the  Massachusetts  Department  of  Education. 

•  Member  of  the  Massachusetts  Association  of  Approved 
Private  Schools. 

For  information,  Please  Call: 
Cheryl  Andrade,  Admissions  Coordinator 

(508)644-5537 


Circle  #48 


Each  person  is  a  unique  individual 
with  God-given  potential  to  live  a 
personally  satisfying,  productive  life. 
At  St,  Coletta's,  we  not  only  believe 
this,  but  we  act  on  our  belief.  Each 
of  our  students  and  adult  residents 
receives  the  kind  of  personal 
attention  they  might  expect  to 
receive  from  their  own  family  ineir 
education,  home  life,  recreation  and 
leisure  activities,  vocational  training 
and  employment  are  planned  to 
make  the  most  of  their  individual 
interests  and  abilities,  We  are  a 
caring  community  where  each  of  us 
shares  a  loving  concern  for  one 
another.  In  a  world  where  love  is 
sometimes  m  short  supply,  we  have 
it  in  abundance, 

St.  Colleta  School,  founded  in  1904, 
offers  a  year-round  academic 
residential  program  for  children  and 
young  adults  (ages  6-25)  with 
mental  retardation.  Special  services 
include  personal  and  vocational 
counseling,  socialization  skills. 


In  A  World 
Where  Love 
Is  Sometimes  In 
Short  Supply 

We  Have 

It  In 
Abundance 


personal  living  skills,  transitional 
home  living,  speech  and  language 
development,  music  and  art, 
adaptive  physical  education  and 
swimming,  and  physical  and 
occupational  therapy. 


19   0  4 


I    V    9  4 


Our  Alverno  ICF/MR  program 
provides  superior  quality  care 
for  adult  residents  in  a 
pleasant,  attractive  setting. 
Wholesome  meals,  attentive 
staff,  and  stimulating  activities 
are  among  the  things  which 
make  Alverno  of  special 
interest  to  families  seeking 
comprehensive  care. 


NINETY 

YEARS 


/hColeHQ-/Ehoo 

W4955  Highway  18 
Jefferson,  Wisconsin  53549 


Other  St,  Coletta  programs  include 
habilitation/vocational  training, 
employment  opportunities  for  adult 
workers,  and  community  transitional 
group  homes.  For  further  inforhiation, 
contact  the  Admissions  Offic  ■»  at 
(414)  674-4330, 
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A  Quality  Life  Experience 
For  Persons  with  Down  Syndrome 


ESSBffliiWII 


in  this  picturesque  colonial  village,  located  in  scenic 
central  New  York  State,  life  is  full  of  wholesome 
activities  and  rewarding  opportunities.  Residents  with 
Down  Syndrome  experience  the  joy  and  personal 
satisfaction  of  learning,  working,  and  participating  in 
a  vital,  dynamic  community.  Our  year-round,  co-ed 
program  includes  education,  recreation,  and 
employment  opportunities  plus  the  chance  to  live  life 
to  the  fullest.  Call  us  today. 

R.R.  #1,  Box  32-A,  Edmeston,  NY  13335 
Telephone   (607)  965-8377 


Circle  #161 


PI  BEAR    (Physically  Inconvenienced) 
A  Beary  Special  Friend 


PI  BEAR  is  a  special  friend 
that  children  can  call  their 
own.  Pi's  three  illustrated 
storybooks,  which  tell  about 
his  accident,  recuperation, 
firstday  of  school  and  other 
adventures  with  friends,  can 
help  disabled  children  un- 
derstand their  own  feelings 
of  fear  and  uncertainty.  Pi's 
friends  also  show  others  that 
your  friends  are  friends,  no 
matter  what  PI  BEAR  and 
his  wheelchairare  approxi- 
mately 14"  tall.  Dressed  in 
a  PI  BEAR  T-shirt,  he 
comes  with  three  story 
books  (in  chair  backpack), 
a  club  membership  certifi- 
cate and  a  one-year  war- 
ranty. 


For  more  information,  call:  1-800-467BEAR  (2327) 
Canada  inquiries  call:  613-258-0177. 
VISA/MASTERCARD  accepted. 
Flexpay  Available. 

©1993  PI  BEAR  CO.  P.tenl  pending 

Circle  #123 


My  name  is  Jed,  but  they  call  me  "Chairman  of  the  Board  ". 

That's  because  my  dad  builds  all  kinds  of  equipment  just  for 
me.  Call  him  for  a  catalog  and  an  inservice  demonstration. 

•  Products  are  fully  adjustable.  Excellent  for  child  evaluations. 

•  Unique  designs  which  serve  the  child,  parents  &  professionals. 


QPEClAl 

&  DESIGNS,  inc 


CUSTOM  EQUIPMENT  FOR  SPECIAL  KIDS 

erIc 


(908)-464-8825 
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CENTER  FOR  CHILDREN  WITH  CHRONIC  ILLNESS  AND  DISABILITY 


CbTldtreni: 
r\ealtb  Motes 


Health  Policy  &  Chronic  Illness: 

Collaborating  to  Influence  the 
Health  of  Children 

This  may  be  the  time  to  challenge  some  of  the  fundamental 
assumptions  that  underlie  policy  and  program  decisions 
for  children  and  youth  with  disabilities. 


That's  why  more 
than  40  physicians  and 
other  health  care 
providers,  researchers, 
parents,  educators  and 
policymakers 
participated  in  last 
spring's  special  working 
conference  at  the 
VVingspread 
Conference 
Center, 
Racine,  i 


Wisconsin,  "Reclaiming 
the  Health  of  Children: 
Towards  a  New  Model  of 
Child  and  Youth  Health 
Services." 

"There  needs  to  be  a 
fundamental  change  in 
our  thinking  in  this 
country,"  Robert  Wm. 
Blum,  M.D.,  Ph.D. , 
Director,  Center  for 
Children  with  Chronic 
Illness  and  Disability, 
explained.  "We  need  to 
replace  the  myth  of 
rugged  individualism 
with  the  image  of 
community  where 
children  are  viewed  as 
'ours,'  not  'mine'  or 
'yours,'  if  children  with 
chronic  illness  and 
disabilities  are  to  achieve 
their  tremendous 
potential  for  success." 


I 


To  insure  a  healthy 
future  for  children,  our 
current  public  and 
private  service  systems 
must  become  more 
comprehensive  and 
integrated.  Policies  must 
capitalize  on 
collaboration  among 
education,  health,  social 
and  economic  support 
services." 

In  one  weekend, 
participants  turned  out 
five  overarching 
recommendations  in  the 
areas  of  systems  change. 
These  recommendations 
were  then  presented  at 
three  meetings,  one  in 
Washington,  DC,  San 
Francisco  and 
Minneapolis.  These 
discussions  brought 
together  health  care  and 
education  professionals, 
parents,  researchers,  and 
policymakers  (who  are 
national  leaders)  with  the 
task  of  turning  the 
recommendations  into 
action  and 

implementation  plans. 


"These  meetings 
generated  more  than  we 
had  ever  hoped,"  Blum 
says.  "Specifically,  we 
were  able  to  revise  the 
recom  ni  endatioiis, 
generate  a  very 
substantial  scope  of  work 
and  evolve  a  core  set  of 
next  steps  that  we  at  the 
Center  will  be 
undertaking." 

The  Center  is 
working  in  close 
collaboration  with  other 
groups  in  five  priority 
areas: 

Health  Policy  & 
Chronic  Illness 
Turn  to  page  54 
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Children's  Health  Notes 
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(612)  624-3W  TDD 


Do  You 
Know  Who 
Pays  the 
Bills? 

Chances  are  if  you  have  a 
child  with  a  chronic  illness 

or  disability  who  receives 
special  education  services, 
you  may  have  a  tough  time 

sorting  out  that  question. 


You  can  usually 
figure  out  what  comes 
"out-of-pocket."  That's 
the  cost  of  insurance 
premiums,  co-payments 
and  deductibles  and  any 
adaptive  equipment  or 
special  service  not 
covered  by  a  program. 

Some  of  the  funds 
come  through  local,  state 
and  federal  education. 
Some  bills  may  be  paid 
by  your  insurance 
company  or  HMO.  You 
might  receive  state  and 
federal  aid  through 
Medial  Assistance  or 
Medicaid.  You  may  pay 
for  Medical  Assistance  as 
a  "secondary"  insurance 
plan.  The  county  you  live 
in  may  provide  respite 
dollars  or  perhaps  a  pre- 
school subsidy. 
Organizations  like  the 
Shriners  or  the  Lions 
Club  may  contribute  to 
the  cost  of  services  and 
equipment.  In  each  case, 
your  child  "qualifies"  for 
support  based  on  the 
criteria  of  the  funding 
source,  it's  ii  tangle. 


Here's  a  list  of  services  paperwork  must  you  do? 

many  families  need.  Who  Perhaps  its  time  to  talk 

pays  for  them  at  your  single  funding  source, 
house?  How  much 


Health  care  professionals. 

Insurance  premiums  

Hospitalizations  


Co-payments  and  deductibles. 

Durable  medical  equipment  

Prescription  drugs  


Hearing  aids  or  glasses . 
Special  supplies  


Home  modifications. 


Special  van  or  automobile. 
Special  education  services. 


Special  recreational  programming. 

Specialized  child  care  

Respite  care  


Personal  care  attendant. 
Health  education  


Communication  technology  

Other  
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The 

Hassle 

Factor 

By  Peggy  Mann  Rinehart 

You  can  get  a  jump  on  health  care 
reform  by  taking  stock  of  the  services 
your  family  and  your  child  with  a 
chronic  illness  or  disability  currently 
receive,  and  who  provides  them. 


Here  are  some  questions 
you  may  want  to  evaluate 
on  a  scale  of  one  to  five  to 
take  stock  of  your  current 
health  care  status. 

1.    My  child  and  family 
receive  all  preventive  or 
primary  health  care, 
including  immunizations, 
well-child  check-ups, 
developmental, 
treatment,  mental  health 
care  and  support  services. 


Little  Hassle 


. .  Huge  Hassle 


0 

1 

2 

3 

4 

5 

2.    My  child's  school, 
health  and  medical,  social 
or  county  services 
assessments  are  based  on 
the  things  my  child  does 
every  day  (activities  of 
daily  living).  Our 
physicians,  teachers, 
therapists,  social  workers 
and  other  providers 
deliver  services  based  on 
what  our  child  can  do. 


Little  Hassle 


Huge  Hassle 


0 

1 

2 

3 

4 

5 

3.    List  the  name  and 
telephone  number  of  each 
case  coordinator,  case 
manager,  or  other  person 
who  recommends, 
assesses  or  approves 
services  for  your  child. 
How  many  do  you  have? 

Little  Hassle  Huge  Hassle 


0 

1 

2 

3 

4 

5 

4.    List  the  n,.me  and 
number  of  the  person(s) 
you  call  if  there  is  an 
emergency. 

Little  Hassle  Huge  Hassle 


0 

1 

2 

3 

4 

5 

6.    We  are  able  to 
identify  funding  sources 
and /or  pay  for  the 
services  for  our  family. 

Little  Hassle   Huge  Hassle 


5.    Our  teachers, 
physicians  and  social 
workers  have  a  good 
understanding  of  the 
educational,  medical  and 
social  services  our  child 
receives.  They 
understand  our  child's 
needs,  communicate,  and 
coordinate  services  with 
one  another. 


Little  Hasoiu . 


Huge  Hassle 


0 

1 

2 

3 

4 

5 

SCORING: 

Add  up  the  number 
answered  in  each  of  the 
questions  to  determine 
your  "Hassle  Factor."  If 
your  score  is  less  than  10 
points:  You  and  your 


family  have  a  remarkable 
handle  on  the  services 
you  need.  Protect  it! 

If  you  score  between  10 
and  20,  you're  struggling 
to  get  and  keep  the 
services  you  and  your 
family  need.  If  you  score 
more  than  20  points,  like 
most  of  us,  you  are  trying 
to  figure  out  how  to  get 
access  to  quality  and 
equitable  health  care 
services  from  inefficient 
systems  and  fragmented 
providers. 


0 

1 

2 

3 

4 

5 

Seven  Ways  to  Reduce 
the  Hassle  Factor 

Local  and  state  debates  regarding  health  care  reform 
may  provide  a  good  forum  to  discuss  streamlining, 
coordinating  and  individualizing  services  for  children 
and  youth  with  chronic  illness  or  disabilities  and  their 
families.  Here  are  some  ideas: 

■  Assessments  Develop  one  standardized 
assessment  for  children  and  families  to  identify  level 
and  types  of  services. 

■  Functional  Definitions  Ask  that  your  care  plan  be 
based  on  the  needs  of  your  whole  child  and  family, 
not  just  on  the  disease  or  chronic  condition. 

■  Coordination  Coordinate  services  at  a  federal,  state 
and  local  level.  Limit  the  number  of  people 
responsible  for  coordination  of  care  for  individual 
children. 

■  Partnerships  Teach  and  empower  parents  to 
become  their  child's  service  coordinator.  Develop  a 
PTA  equivalent  for  health  care  services. 

■  Training  Integrate  pre-  and  post-professional 
training  of  educators,  health  care  providers  and  social 
service  providers. 

■  Continuing  Education  Universities  and  medical 
schools  should  make  room  for  community/parent 
consortium  to  develop  courses,  some  of  which  arc 
required  for  recertifi cation  or  relicensure. 

■  Financing  Untangle  the  funding  streams  by 
standardizing  qualification  criteria  and  let  funding 
follow  the  child  rather  than  forcing  the  child  to  chase 
after  the  funding. 
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A  Window  of  Opportunity 

Times  of  change  produce  windows  of 
opportunity,  and  that  may  be  true  for 
children  and  youth  with  disabilities 
during  the  debates  on  health  care 
reform. 


Who  would  have 
predicted  the  Wall  Street 
joiirml  would  publish  a 
letter  written  by  the 
mother  of  a  child  with 
multiple  disabilities, 
detailing  the  nightmares 
of  managing  the  three 
bureaucratic  systems  of 
care  for  her  child:  school, 
social  service  and  health? 
But  they  did,  on  January 
6, 1994,  when  they 
published  Marrianne  M. 
Jennings'  letter,  "A 
Mother  Talks  to  Mrs. 
Clinton." 

Ms.  Jennings  details 
her  frustration  as  she 
introduces  Mrs.  Clinton 
to  the  five  or  so 
caseworkers  assigned  to 
their  daughter.  "One  is 
from  Arizona's 
Department  of 
Developmental  Disability. 
Another  is  with  the 
Arizona  Long  Term  Care. 
Another  is  with  the 
Arizona  Health  Care  Cost 
Containment  System. 
Another  is  with  APIPA, 
and  I  don't  know  what 
that  stands  for.  I  lost  track 
of  acronyms,  agencies 
and  caseworkers  long 
ago." 

"...  1  am  a  lawyer  who 
teaches  and  writes  about 
administrative  process. 
Yet  this  system  is  beyond 
my  expertise.  How  do 
parents  with  language 
barriers,  little  or  no 


knowledge  of  due 
process,  and 
noncompulsive 
personalities  cope?" 

Now  is  the  time  to 
make  your  concerns 
known  about  health  care 
reform  and  your  child 
with  disabilities.  Make  a 
list  of  all  your  questions 
and  concerns,  then  write 
or  call  your  local 
newspaper,  television 
news  program, 
congressional  perfon  or 
senator.  Health  care 


Health  Policy  &  Chronic  II 
From  page  51 

■  Move  health  care 
reform  towards 
providing  health  care  for 
children  and  youth  that 
includes  preventive, 
developmental,  treatment 
and  support  services. 

■  Streamline  service 
systems  so  that  each 
child  or  youth  and  their 
families  who  require 
multi-agency,  multi- 
provider  assistance  ha\-c 
a  "Service  Home."  This 
would  centralize  care 
coordination  for  families 
and  bring  together 
educator,  physician, 
nurse,  social  service 
provider  and  parent, 
along  with  appropriate 
mental  health 
professionals,  vocational 
counselors  and  others  as 


reform  is  news  these 
days,  and  who  is  better 
able  to  talk  about  health 
care  than  those  of  us  who 
have  been  trying  to 
coordinate  the  care  for 
our  children  with  chronic 
illness  or  disability. 


Iness 


appropriate  to  individual 
needs. 

■  Provide  pre-service 
and  continuing 
education  for  health, 
education,  and  social 
services  professionals 
who  work  with  children 
with  special  health  care 
needs  and  their  families. 

■  Restructure 
financing  of  services  so 
that  funds  are  flexible 
and  based  on  the  needs  of 
the  child  and  the  family 
rather  than  those  of  the 
agency. 

■  Provide  centralized, 
comprehensive,  multi- 
disciplinary  resources 

for  pro\'iders  working 
with  children  and  youth 
who  have  chronic  and 
disabling  conditions. 


The  Center  for  Children 
with  Chronic  Illness 
and  Disability  was 
established  in  October, 
1989,  and  is  housed  at 
the  University  of 
Minnesota.  The 
organization  is  a 
research  and  training 
center  dedicated  to  the 
study  and  promotion  of 
psychological  and  social 
well-being  of  children 
with  chronic  conditions 
and  their  families. 


m 


The  Center  for  ' 
Children  with 
ChrpniftUfness  ai^ 
D^abilitsiU}^' 
Nafioml  Centarjor 
Youth  with  DisMUtws, 
alon^  with  theJastitute 
for  BisabUities  Studies- 
of  the  Uni"oersiUf  of 
Minnesota^  the  ' 
American  Academy  of 
Pediatric^f  lclM)ida 
Chddten's  Hospital  and 
'Research  Center  ofihc 
Univervty  of  Chicago 
and  the  inland 
JEndowmertt  f^und  of 
The  Johnson 
foundothh.  Inc., 
sfxm^ored  this  special 
working  conference. 

A  suntrfiary  of  the 
proceedings;  key  : , 
Tecomme»iiaUms,and: 
final  copies  ff  the  : 
papers  presented  will  be'i 
pre^ied  iii  m    v  . 
aca^mtCijautneil. 
jMs^trjialMll  aisope:  ; 
disseminated  by 
Chil4m>WeifttH 
Iswes  puUi^ied  byi 
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CAMPING 


Selecting  a 


Summer  Camp 


Enrolling  your  child  in  a  siimmc'r 
camp  can  be  a  rewarding  experience 
for  all  concerned.  Kxceplional  Pcireiit 
asked  camping  experts  what  parents 
can  look  for  when  considering  a  sum- 
mer camp. 

At  the  outset,  it  s  important  to 
know  what  your  child  needs  when 
evaluating  camp  programs.  Be  aware 
of  your  child's  interests,  capabilities, 
.strengths  and  weakne.s.ses,  and  consid- 
er programs  accordingly.  Ask  about 
the  goals  of  the  camp  by  writing  or 
calling  the  camp  tiirector.  What  is  a 
typical  day  at  camp  like?  What  hap- 
pens when  the  weather  is  bad?  Can 
needed  therapies  be  provided  by 
trained  .stafff" 

Check  the  accreditations  of  the 
camp.  Find  out  how  many  years  the 
camp  has  been  in  operation — a  camp  with  a  longer  hi.stor>- 
has  probably  learned  how  to  meet  children's  special  needs 
imder  \-arying  circiim.stances. 

Inquire  about  references — many  camps  will  be  happy 
to  pro\  ide  them,  and  the  perspecti\  e  of  another  parent  can 
be  very  helpful.  If  possible,  \isit  the  camp  to  as.se.ss 
whether  the  en\-ironment  is  suitable  to  your  child's  needs. 
Ask  about  the  (luality  of  the  accommotlatioas — (.lo  the  cab- 
ins have  foundation.s?  Are  the  tents  on  platform.s?  Are  the 
water  and  toilet  facilities  monitored  by  local  or  .state  health 
department.s? 

Consider  the  age  range  of  the  campers,  and  check  how 
they  will  be  grouped.  Ask  if  a  camper  "repon  card"  or  sum- 
mary of  activities  is  available  at  the  end  of  the  .sessions.  Do 
the  activities  reinforce  skills  learned  during  the  re.st  of  the 
year? 

The  .staff  is  also  an  important  consitleration.  Check  the 
staff-to-camper  ratio,  as  well  as  the  supen  isor-to-staff  ratio. 
Are  the  .staff  experiencetl  and  trained  in  working  with  chil- 
dren with  special  need.s?  Does  the  camp  u.se  overnight  .staff 
to  monitor  camper  safety?  Are  the  .staff  trained  in  first  aid 
and  special  health  care  need.s?  Are  they  knowledgeable  in 
O    c  are  and  maintenimce  of  adaptive  eciuipinent? 

™™fSi4  March  ^  <ll 


In  the  swim:  CoiiiiSL'l(»y  at  Hcarts/>riiif>  assist  campers. 


Another  important  factor  to  consitler  is  medical  needs. 
What  are  the  camp's  health  .sen  ices  like?  How  is  medica- 
tion disjien.sed?  Is  there  a  full-time  nur.se  or  infirmary  on- 
site?  If  not.  is  there  a  clinic  neariiN'  in  ca.se  of  emergencies? 

Transportation  is  another  i.ssue.  If  the  camp  offers 
transportation  for  campers,  are  the  vehicles  antl  drivers 
properly  licen.sed? 

If  po.ssible.  check  out  a  \ariety  of  camps  to  find  the 
one  that  appears  be.st  able  to  meet  your  child's  needs.  ■ 

— A.B. 

Ihatiks  to  the f()ll(itfinf>  jbr  llx'tr  coiitrUnilioHS  lo  this  ciHicle: 
Son  yd  Richards.  (.'ai)t/>  Aiiii,iio.  Slitri>is.  .Ml:  loin  IWiiicr. 
Dircclor.  Cain/)  Buckskin,  lily.  MS:  Bniiia  Bodek-Falik. 
ni.i.n.,  Dircclor.  Camp  lltinlin}>lon.  Hi}>,h  Falls.  A')',- 
Raymond  \V.  nuCharnic.  Ph.D..  Dircclor.  The  l.ociruin}> 
Clinic.  Brooklyn.  (.  T:  l.iv  .\lorronc:  Dircclor.  I.c  Mar.  i\ctv 
York.  \)':  Ron  l-.ydl.  Dircclor.  Tall  Pine  Camp  for 
T.xccplional  Citizens.  Tcllico  Plains.  /A'. 
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The  ABLEDATA  Database  of 
Assistive  Technology 

by  Alynne  Landers 


while  parents  of  children  with  disabilities  are  never  totally 
prepared  for  the  ehallenj^es  they  will  encounter,  assistive 
tcchnoloj^y  and  adapti\  e  equipment  can  resolve -some  of 
these  challcnj^es.  Assisti\'e  technoloj^y  can  prcnide  a  means 
for  children  to  he  more  independent,  or  to  participate  in 
activities  with  friends  who  do  not  ha\e  disabilities. 
Howe\'er.  the  process  of  identifying  the  assistive  technology' 
product  needs  of  each  child  is  often  easier  than  actually 
locating  the  equipment  to  accommodate  those  need.s — and 
the  parents"  budget! 

ABLEDATA  is  a  single,  comprehensi\'e  resource  that 
parents  can  u.se  to  locate  and  compare  a.ssistive  technology 
products.  The  number  of  choices  available  may  surprise 
even  the  nio.st  well-informed.  For  example.  ABLEDATA  has 
information  on  nearly  900  products  to  make  a  home  .safe 
and  accessible — including  353  products  just  for  the  bath- 
room! There  are  310  computer-a.ssisted  instruction  programs 
for  students  with  disabilities.  126  adapted  to>'s  and  19! 
games  designed  for  kids  and  teens  with  disabilities.  In  fact. 
ABLEDATA  has  infoniiation  on  more  than  19.000  products! 

ABLEDATA  provides  an  internationally  renowned  data- 
base of  information  on  assistive  technology  and  rehabilita- 
tion equipment  for  all  disabilities  and  all  age  groups.  The 
project  maintains  and  adds  new  records  on  products  cur- 
rently manufacuired  and  distributed  in  the  United  .States 
from  approximately  2, SCO  domestic  and  foreign  companies. 
In  addition  to  commercially  a\ailable  products,  the  database 
also  includes  nearly  a  thousand  "Do-lt-Yourself"  designs 
and  prototype  descriptions.  Coxering  high-tech,  low-tech 
and  "no-tech"  products  designed  for  per.sons  with  disabili- 
ties, the  scope  of  the  databa.se  ranges  from  enlarged-handle 
utensils  to  tlie  mo.st  sophisticated  optical-character  recogni- 
tion devices  (computer  screen  readers). 

Entries  in  the  ABI,EDATA  database  includes  manufac- 
turer and  distributor  information  for  each  product,  product 
features  and  specifications  and  pricing  data  in  a  format  that 
permits  easy  comparison  among  products. 

If  you  haven't  used  ABLEDATA  lately,  you 
don't  know  ABLEDATA! 

ABLEDATA  was  started  more  than  ten  years  ago  by  Marian 
Hall,  an  occupational  therapist.  Over  the  years,  this  collec- 
tion of  data  has  expanded  from  a  manual  sy.stem  of  boxed 
files  to  an  extensi\e.  recognized  authority  on  assistive  tech- 
nology terminology  and  classification.  ABLEDATA  has 
evohed  into  a  premier  information  and  referral  system 
available  to  indi\iduals  with  disabilities,  their  parents,  sib- 
lings or  spouses,  rehabilitation  professionals,  disability 
advocates  and  businesses  looking  to  comply  wiili  the 
Americans  with  Disabilities  Act  (ADA). 

Today,  under  the  management  of  Macro  International 
Inc.,  this  data  collection  has  reached  "the  next  generation" 
O    nultiple  computer-linked  databases  that  provide 
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ABLEDATA  Product  Areas: 


Architectural  Elements 
Communication 
Computers,  . 
Controls 

Educational  Management 

Home  Management 

Orthotics 

PersonalCare 

Pr<»thetics 

Recreation 


Seating 

Sensory  Disutilities 
.  •Blirjd&iow  Vision 

•  Peafft  Hard  of  Hearing 

•  Deaf/Blind 
The»?^)eutic  Aids 
■TfansfxirtatiOn 
Vocational  Management 
Walking  ^ 

Wheeidd  Mobility 


immediate  updates  of  information  and  terminology 
changes;  an  electronic  bulletin  board  system — ABLE 
INFORM— and  an  IBM  CD-ROM  in  Windows  and  DOS  for- 
mats for  personal  computers.  Parents  who  contacted  ABLE- 
DA1"A  in  the  past  are  encouraged  to  access  the  system 
again  to  see  all  the  quality,  user-friendly  enhancements 
implemented  in  the  pa.st  two  years. 

Tapping  into  ABLEDATA  Resources 

•  0)iline:  ABLE  LWORAI:  With  a  modem  and  telecommuni- 
cations .software  package,  computer  users  can  call  this  elec- 
tronic bulletin  board  .ser\ice  24-hours  a  day  'o  .search  the 
databa.se  directly,  to  leave/recei\e  messages  in  the  confer- 
ence areas  or  to  download  ABLEDATA  fact  sheets. 
Computer  dial  .W1-S89-3S63  (1200  to  9600  baud,  N-8-1). 
I  here  are  no  subscriptions  fees;  cost  is  ba.sed  on  the  phone 
call  from  the  u.ser"s  station  to  the  ABLEDATA  office. 

•  IBM  CD-ROM:  ABLEDATA  is  now  available  on  CD-ROM 
for  use  on  IBM  personal  computers,  and  compatible  with 
Windows'"''  and  DOS  formats.  Prompts  and  pop-up  win- 
dows permit  e\en  ncnice  computer  users  to  search  the 
database  by  product  name,  company  or  product  t>pe. 
Electronic  images  of  many  products  can  be  displayed  on 
the  screen  using  the  "'Picture"  option.  "Nearly  sub.'^criptions 
(2  CDs  per  year  for  SSO)  are  available  begintiing  in  the 
Spring  of  1994. 

•  CVilL  write,  fax,  visit:  Eor  non-computer  u.sers.  ABLEDATA 
.ser\ices  are  also  available  through  the.se  options.  Both  local 
and  toll-free  lines  are  voice  and  text  telephone  (TDD)  com- 
patible. I'or  patrons  living  in  or  \  isiting  the  Washington.  DC 
area,  a  personal  guided  tour  of  the  center  can  be  scheduled 
upon  recjuest.  Contact  ABLEDATA.  84SS  Colesville  Rd.,  Ste. 
93^.  Silver  Spring,  MD,  20910,  (HOO)  22"7-()216.  (.^01) 
9284.  (.Wl )  S87-19f)7  (1"AX).  ■ 

/\ly)i)iL'  Lcimlc'iy.  M.I.M..  is  a  pmjiirain  spccidlist  cit  Alil.l-DA'I'A. 
Alil.HnA  IA  is  fiittdcd  by  the  Ncitiaiuil  Institute  of  Disability 
(111(1  Rehabiliiatio:!  Research  (MDRIi).  VS.  I)e/>artnient  of 
lulacatioiL  con  tract  no.  II\9202M)0I  and  nuDia^ed  by 
Macro  International  Inc. 
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The  ABLEDATA  IBM  CD-ROM  is  here! 

The  master  version  of  the  database  is  now  available 
in  Windows™  &  DOS™  formats 


Information  at  Your  Fingertips 

0  More  than  19,000  product  entries  in  all 

0  Electronic  images  of  1,000+  products 

0  2,400  domestic  and  foreign  manufacturers  and 
distributors 

0  Nearly  800  Do-lt-Yourself  designs 

0  Commercially  available  products 

0  Non-commercial  technology  including 
prototypes 

0  Manufacturer  stated  ADA  compliance 
information 

0  End-user  and  clinician  comments  on  products 

0  An  historical  and  research  reference  of 
discontinued  products 


To  order  your  personal  copy  of  the  ABLEDATA  CD-ROM,  call  800/227-0216 


A  Resource  for  Professionals  £t  Parents! 

The  ABLEDATA  project  is  proud  to  announce  the  release  of  the  1994  version  of  the  ABLEDATA 
database  of  assistive  technology  and  rehabilitation  equipment  on  CD-ROM  or  diskettes  for  IBM  and 
compatible  computers.  This  resource  empowers  your  IBM  PC  with  information  on  products  for 
children  and  adults  with  physical,  sensory,  and/or  cognitive  disabilities.  The  information  contained  in 
this  database  can  shed  light  on  providing  barrier-free  solutions  to  accessibility  issues,  can  identify 
products  made  specifically  for  children  or  adjustable  to  child  sizes,  and  can  help  parents  locate 
products  which  will  assist  their  child  at  home,  in  school,  and  during  play! 


Each  record  in  the  database  contains: 


manufacturer  and/or  distributer  information 

pricing  information 

a  complete  description  of  the  product 


Each  abstract  is  written  so  that  both  rehab  professionals  and  laypersons  can  understand  the  fea- 
tures and  function  of  the  product. 


Architectural  Elements  ♦  Blind  &  Low  Vision  ♦  Alternative  &  Augmentative  Communication  ♦  Computers;  Hardware  &  Software  ♦  Controls  ♦ 
Deaf  &  Hard  of  Hearing  ♦  Educational  Management  ♦  Home  Management  ♦  Orthotics  ♦  Personal  Care  ♦  Prosthetics  ♦  Recreation  ♦  Seating 
♦  Sports  ♦  Therapeutic  Aids  ♦  Toys  ♦  Transportation  ♦  Vocational  Management  ♦  Walking  ♦  Wheeled  Mobility 


8455  Colesvilla  Road,  Suite  935,  Silver  Spring,  MD  20910 

The  ABLEDATA  projtict  is  funded  by  the  National  Institute  on  Disability  and  Rehabilitation  Research  (NIDRR),  U.S.  Department  of  Education 

(contract  HN92026001),  and  managed  by  Macro  International,  Inc. 
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SEE  OUR  NEIV  AND  BXPANbED 

^  CATALOG 

'-FOR  THESE  ITEMS  AND  MORE 


Positioning  Aid  High  Chair 


Prone  liupport  Waikcr" 


YearWarranVO;^  Authorized 

Direct  or  vi 

Dealer 


Hand  Drive/Mobility 
-   AW  Tricycle* 


Consumer  Care  Products  Inc. 

1     810  N.  Water  St.,  P.O.  Box  684 

Sheboygan,  Wl  53082-0684 

O  /^Ji^   Tel:  414-459-8353    FAX:  414-459-9070 

ERIC  Circle  «111 

^"■gS""i'?.<cc'i-)ti()nal  Parc-nl 


For  people  with  disabilities, 

WE  CAN 


turn  your  computer  into  an  open  door. 


.■)  <l(Hir oix-ninp  lo  iipir  opjxirlunilics  —  at  tmrh.  nl  srluxil  <iiul  at  lumc. 
Tluinkn  ti)  I HM tc(  liii<)l<i(;Y, iHTsims  idtli  t  ision,  imihility,  nfx-cchlhcurinp 
t)r  attriuioii/iiicmory  (lis(il)iliti('s can  do  tliiiifis  oiirc  imvr  tlidiifilit 
IMissihIc.  I ,ikc nimjicti- in  tin-  mirUplacc  and supixirt  fainHics.  l.iiv 
iiul('[X'nd('ntl\  of  others.  I'lnd  out  mow  b\  cnllinf;  1-800- 120-4832 
( I  OIC.E):  l-i{00-  l2(>-:m:S  (Tim );  in  Canada.  1-800- IM-TW). 

■it  I  ISM.  i(v  ran  da  inon-  than  tint  think. 
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iBn  Indkpkndenck  Seriks 


•  ->/ |ll(l/|->lf>lU>  •!/  Illh  fftlllioflll/  /(lIUfK  »  Uldflfftol  •>f(K>f<flf>lll 


LIVING  AND  LEARNING 
IN  THE  COMMUNITY 

With  it>  unique  imxlcl,  Tiic  Ex  crjjrecn  Center  has  a  history'  of  successfully 
tr.msitionins  students  to  less  intensive  community  settings. 

Evergreen  students  live  in  actual  community  settings  traveling  to  and  from 
s:liixil  each  day  through  the  Blackstone  Valley  (MA)  coumr^'side.  With 
trained  professionals,  they  learn  basic  skills  in  the  classnxim,  in  the 
community  and  in  their  residence. 

Students  receive  viKational  training  and  experience  real  work  opptirtuni- 
ties.  Students  are  supported  with  K'havior  development  programs,  medical 
and  famiK  services,  and  physical,  speech,  or  iKcupational  thenipy. 

Our  Students'  Challenges 

•  AutiMii  •  Hcarms^/Sight  Impaimient 

•  Mental  Retard.ition  •  ^i-'vere  Maladaptive  IVhavior 

•  Physical  l^isahility 

Tlie  Evergreen  Cxnter  is  a  licensed,  private,  non-profit  residential  sch^Ril 
offering  students  and  their  families  from  across  the  countn-  and  abroad 
residential  prognmiming  12  months  a  year,  For  more  itifomiation  call  or 
write  Robert  F.  Littleton,  Jr.,  Executive  Pirector. 


EVERGREEN  CENTER 

Fortune  Blvd.,  Milford,  Ma.s,sachiisetts  01 757 
1-508-478-5597 
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ROLE  models: 


Judy  Heumann 

 Part  Two  

OSERS  chief  discusses  her  vision  for  the  future 


Judy  Heumciun.  Assistant  Secretary  of  the  Office  of  Special  Education  6- 
Rehabilitative  Services  (OSERS).  U.S.  Department  of  Education,  ivas  interviewed  by 
Exceptional  Parent  in  December  1993-  An  activist  and  policy-maker.  Heumann 
worked  on  Section  504  of  the  Rekahilitation  Act  and  its  reauthorization,  the 
Individuals  with  Disabilities  Education  Act.  the  Americans  with  Disabilities  Act 
and  federal  policy  guidance  governing  the  provision  of  personal  assistance  services 
to  individuals  with  significant  disabilities.  She  was  the  first  wheelchair  rider  to  be 
hired  hy  the  New  York  City  public  schools.  Heumann  was  also  co-founder  and  vice 
president  of  the  World  Institute  on  Disability,  a  public  policy/research/training 
organization.  This  ix  the  second  part  of  our  interview  with  Heumann;  Part  One 
appeared  in  rebmary  1994. 


4^  /  want  to  get  people  to  work  more 
effectively  together- regular  education 
and  special  education;  employers  and 

rehabilitation  agencies;  parents,  children 
and  adults  with  disabilities. 
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In  1973,  I  went  out  to  California  to 
attend  graduate  school  because  1 
needed  a  masters  degree  to  go  on  in 
teaching.  While  I  was  going  to  school 
for  my  masters  in  public  health  and 
administration  and  planning,  I  got 
involved  with  the  country's  first  inde- 
pendent living  center — the  Center  for 
Independent  Living  in  Berkeley. 

Going  to  California  was  the 
beginning  of  another  part  of  my  life.  I 
had  left  my  whole  family  back  in  New 
York.  I  was 
never  really 
happy  in  Cal- 
ifornia; I  liked 
the  work,  but 
I  missed  New 
York.  It  was  a 
N'aluable  ex- 
perience for  me,  howewr,  becau.se  it 
was  a  smaller,  mcjre  progre.s.sive  com- 
munity. 1  could  use  what  1  had 
learned  in  New  York  to  do  .some  ver>' 
exciting  work  in  California. 

After  aiiout  seven  years,  I  left 
California  and  came  to  Washington 
where  1  worked  for  Senator  Harri.son 
Williams  for  about  a  year  and  a  half. 
Among  other  things,  I  worked  on  the 
Hducation  for  All  Handicapped 
Children  Act.  After  that,  I  went  back 
to  ('alifornia  and  worked  for  the  State 
Department  of  Kehabilitation.  And  I 
worked  for  the  State  Rehabilitation 
Agency  for  about  eight  montiis.  I 
went  from  rehab  client  to  rehab  work- 
er. \  have  been  involved  in  many  dif- 
ferent activities  o\'er  tiie  years.  1  think 
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this  has  given  me  a  inroad  base  of 
experience  for  my  job  at  OSERS. 

The  role  of  parents 

1  have  a  lot  of  respect  for  the  role  that 
parents  can  play.  Back  when  I  was 
working  at  the  Berkeley  Center,  I 
helped  .set  up  a  number  of  programs 
that  involved  parents  in  independent 
living.  At  that  time,  there  was  a  lot  of 
disagreement  among  disabled  adults 
about  parental  involvement.  Many 
people  felt  that  parents  of  children 
with  di.sabilties  tended  to  be  overpro- 
tective.  Rather  than  helping,  they 
were  part  of  the  problem.  I  did  not 
agree.  I  felt  that  parents  needed  edu- 
cation just  like  anyone  else.  If  we 
ccHild  reach  parents  early  enough, 
they  could  be  very  influential  not  only 
in  the  lives  of  their  children,  but  in 
the  di.saiiility  rights  movement  it.self. 

Ultimately.  1  think  it  is  important 
that  parents  .see  their  children  with 
disaiiilities  simply  as  children. 
Interactions  with  the  medical  commu- 
nity frequently  cau.se  parents  to  have 
difficulty  recognizing  that  their  child 
with  a  disability  is  just  like  a  child 
without  a  disability.  Their  child  with  a 
disability  needs  the  .same  kind  of  love 
and  support  and  direction.  I  think  it  is 
very  important  that  parents  have  high 
expectations  for  their  children.  1  also 
think  it  is  important  for  them  to 
ensure  that  tiieir  kids  are  iieing  taught 
academic  skills  and  independent  liv- 
ing skills  from  an  eady  age. 
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I  hope  that  one  of  the  messages 
that  /provide  is  that  disabled 
girls  can  grow  up  and  he  powerful 
disabled  women. 
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Center:  Judy  Heumann,  at  her  swearing 
in  as  Assistant  Secretary,  pictured  with 
Ed  Roberts  (left)  of  the  World  Institute  on 
Disability,  his  son  Lee  (center)  and  Joan 
Leon  (right),  also  of  WID. 


Top:  Judy  Heumann,  with  eleven- 
year-old  Jennifer  McKeown  of 
Haddon  Heights,  N.J. 


Below:  Judy  Heumann.  with  indepen- 
dent living  advocates  (from  '■:ft) 
Chester  Helms,  Paul  Spooner  and 
Larry  Robinson. 


Challenges  at  OSERS 

My  position  here  is  \cry  chal- 
lenging ix'caiisc  it  in\()l\cs  coordinat- 
ing the  three  components  of  OSl'RS — 
Special  Ivckication.  Reliabili-tation  and 
the  National  Institute  on  Disability 
Reliahilitafion  and  Researcli.  These 
three  elements  togetlier  allow  nie  to 
work  with  staff  and  constituency 
groups  around  the  country  to  set  up 
systems  that  will  enable  cliildrcn  and 
adults  Willi  disabilities  to  recei\e 
appropriate  ser\  ices  and  become  inte- 
grated membeis  of  their  communities 
with  the  ability  to  obtain  competiti\e 
employment. 

This  is  one  area  where  my  back- 
ground helps  me;  I  have  broad  expe- 
rience working  with  many  different 
constituency  groups.  That  enables  me 
to  be  sensiti\c  in  addressing  the 
needs  of  di\erse  groups — from  the 
persjiectives  of  both  disability  and 
culture. 

At  OSl-RS.  I  have  a  .staff  of  more 
than  jOO  jieople  and  a  budget  of 
roughly  S.S  billion  dollars.  OSlvRS  has 
the  legal  obligation  to  monitor  special 
education  around  the  I'nited  States. 


I  .see  my  responsibili- 
ties here  as  being  multi- 
ple. One  is  simply  getting 
OSr.RS  to  work,  getting 
the  three  components  to 
work  together  and  devel- 
op effccti\e  plans.  An 
e(|ually  important  responsibility  is  to 
work  with  groups  around  the  coimtr\' 
to  help  them  recogni/e  the  important 
role  that  they  need  to  play  in  helping 
us  to  set  our  agenda. 

I  am  also  working  to  ele\'ate 
issues  affecting  disabled  children  and 
youth  throughout  the  entire  Depart- 
ment of  F.ducation.  The  needs  of  dis- 
abled children  and  \()uth  should  not 
be  (lerceived  as  only  the  responsibili- 
ty of  OSl-RS;  rather  the  Depaiiment  as 
a  whole  is  responsible  for  them. 

I  want  to  get  people  to  work 
more  effectively  together — regular 
education  and  special  education: 
empkners  and  rehabilitation  agencies: 
parents,  children  and  adults  with  dis- 
abilities My  work  in  OSl-RS  is  pan  of 
an  overall  cix  il  rights  agenda  that  the 


disability  community  has  been 
in\'olved  in  for  many  years.  l-"or  the 
last  12  years  under  the  previous 
administrations.  OSHRS.  the  Depart- 
ment of  Iklucation  and  the  go\ern- 
meiit  as  a  whole  was  not  allowed  to 
be  at  its  best.  I  belie\e  that  many  of 
the  problems  states  are  now  facing 
lame  about  becau.se  pre\ious  adniin- 
i.stnitions  did  not  provide  appropriate 
technical  assistance  and  other  sup- 
port. They  didn't  monitor  states  in  a 
way  that  would  allow  them  to  under- 
stand that  we  can  provide  technical 
assistance  and  sujiport.  but  that  we 
al.so  expect  them  to  live  up  to  the  let- 
ter and  spirit  of  the  law. 
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Right  now  we  are  beginning  the 
process  for  reauthorization  of  the 
Individuals  with  Disabilities  Education 
Act  (IDEA).  We  are  seeking  the  input 
of  organizations  and  in,'Uviduals  on 
various  issues  within  the  IDEA.  We 
want  to  know  people's  concerns,  and 
we  would  like  them  to  make  recom- 
mendations for  changes.  Basically,  we 
believe  that  the  IDEA  is  a  very  solid 
piece  of  legislation.  The  types  of 
changes  that  we  will  consider  will  be 
changes  that  will  make  the  law  even 
stronger. 

Diversity  issues 

I  bring  two  important  characteristics 
to  this  job — I  am  disabled  and  I  am  a 
woman.  I  think  when  we  k)ok  at  .sta- 
tistics, we  find  that  disabled  girls  and 
women  fare  worse  than  disabled  boys 
and  disabled  men,  who  fare  worse 
than  non-disabled  boys,  non-disabled 
men,  non-di.sabled  girls  and  non-dis- 
abled women. 

I  hope  that  one  of  the  messages 
that  I  provide  is  that  disabled  girls  can 
grow  up  and  be  powerful  disabled 
women.  Parents  need  to  do  every- 
thing they  can  to  wipe  out  sex  bias 


against  girls  with  disabilities  in  the 
same  way  we  are  working  on  that 
i.ssue  for  non-disabled  girls. 

I  also  feel  a  strong  responsibility 
to  work  on  issues  affecting  minority 
children  and  adults.  I  think  that 
Congress  has  given  us  very  clear 
directives  to  provide  more  effective 
.services  and  assure  better  outcomes 
throughout  the  entire  population.  I 
have  a  very  strong  commitment  to 
making  this  happen.  I  think  thai 
OSERS  staff  members  are  learning 
how  to  work  more  effectively  with 
groups  outside  the  government.  And  I 
think  outside  groups  are  learning  how 
to  work  with  us. 

There  is  a  big  move  in  this  coun- 
try for  diversity — being  sensitive  to 
racial  and  cultural  differences,  making 
sure  that  boys  and  girls  are  treated 
equally.  But  often  in  the  ca.se  of  chil- 
dren and  adults  with  disabilities, 
we're  not  appropriately  reflected  in 
textbooks  or  in  the  media.  When  we 
show  up  in  books  or  on  television, 
we  are  treated  as  special.  Personally,  I 
don't  like  the  word  "special."  All  chil- 
dren are  special!  It  is  important  that 
people  with  disabilties  are  reflected 
more  accurately  in  children's  Htera- 


ture.  That's  not  just  .something  that 
disabled  children  need  to  see;  non- 
disabled  children  need  to  .see  it  too. 
^'e  need  to  help  children  accept  the 
fact  that  people  with  disabilities  are 
becoming  a  larger  and  more  influen- 
tial part  of  .society. 

Looking  Forward 

During  my  tenure  as  Assistant 
Secrctai7,  OSliRS  will  aggressively  and 
collaboratively  work  to  create  a  society 
in  which  all  disabled  people  can  obtain 
the  knowledge  and  skills  necessary  to 
achieve  the  goals  they  set  for  them- 
seh'es.  This  \'ision  can  lead  us  into  the 
21st  century  in  a  way  that  builds  on  our 
past  accomplishments,  embraces  the 
spirit  arH  intent  of  our  statutes  and  reg- 
ulations, focuses  our  .strategic  planning 
process  and  drives  the  work  we  do 
each  day.  I  believe  it  also  moves  us 
toward  the  society  President  Clinton 
en\  isioned  when  he  pledged  to  work 
for  "inclusion  not  exclusion,  indepen- 
dence not  dependence,  and  empower- 
ment not  paternalism."  I  look  forward 
to  working  with  all  of  you  in  this 
important  effort.  ■ 


Empowering 
Individuals  to  Share 
Their  God-given  Gifts 
with  the  Community 

St.  John's  Villa,  founded  in  1948,  is  a  private.  Catholic,  non- 
profit residential  community  providing  a  caring,  loving 
environment  which  enhances  the  growth  of  each  adult 
resident  towards  self-acceptance  and  respect.  The  Villa 
integrates  a  residential  adult  population  with  mild  to  severe 
mental  retardation  with  outreach  programs  in  Carroll  County 
attempting  to  empower  individuals  to  share  their  God-given 
gifts  with  the  community.  St.  John's  Villa,  nestled  in  the  hills 
of  northeastern  Ohio,  resembles  a  small  rural  community 
and  is  located  near  the  friendly  town  of  Carrollton. 


Services 

•  Vocational  Training 

•  Speech  and  Language 
Development 

•  Physical  Education 
and  Swimming 

•  Case  Management 
Services 


Provided 

•  Leisure  Activities 

•  Personal  Living  Skills 

•  Social  and  Domestic 
Skill  Training 

•  Community-based 
Supportive  Employment 
and  Living 


St.  John's  Villa 


For  Information  Contact: 
Sister  Elaine  Weber,  O.S.F. 
Executive  Director 
(216)  627-9789 

Circle  #75 


Mailing  Address: 
P.O.  Box  457 
620  Roswell  Rd.  N.W, 
Carrollton,  OH  44615 
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Let  us  help  you  and  your  child  with  friendly,  high 
quality  materials: 


picture  communication 
feeding  and  swallowing 


•  language  development 
featuring  the  Hanen  Program 

•  toys  and  games  to  train 
daily  living  skills 


Picture!^  simm  are  communkniinti 
S'tickers  from  our  Pick  'ii  Slick 
Priman/  Pack. 


Call  or  write  for  our  free  catalog: 
Imaginart  Conununication  Products 
307  Arizona  Street,  Dept.  EP4,  Bisbee,  AZ  85603 

(800)  828-1376  Circle  #41 
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FATHERS'  VOICES 


Rachel, 
Say  'Hi' 


by  Paul  J.  Karch 
64  TJ 

JLvuchel,  look  \\iio\s  Hltc — 
Daddy.  Say,  Hi'  to  Daddy." 

"Hi,  Rachel,  Good  morning." 

■Rachel,  .say.  "Hi"  to  Daddy." 

She  doe.sn  t  .say  it.  She  never  says 
it  in  the  morning,  although  she  occa- 
sionally does  at  other  times.  She  s 
cleady  excited  to  see  me  still  here.  I 
can  tell  she"s  excited  because  she".s 
dancing  around  on  her  toes  with  her 
elhow.s  straight  out.  waving  her  fore- 
arm.s  in  the  air.  like  she  was  trying  to 
shake  water  off  them.  She  looks  .sweet 
in  her  pajamas  and  her  excitement. 
But  that  dancing  and  hand  shaking  is 
one  of  the  things  kids  do  when  they 
make  fun  of  kids  who  have  retarda- 
tion. 

I  don"t  usually  think  of  Rachel  a.s 
looking  or  acting  as  though  she  has  a 
di.sahility.  Maybe  I  just  don"t  notice, 
hecau.se  she's  Rachel.  When  she  was  a 
baby  and  swollen  from  her  seix.ure 
medicine,  my  wife  and  I  told  each 
other  she  was  beautiful  and  we  saw 
that  she  was.  Now.  it  hurts  to  look  at 
those  pictures,  because  her  flesh 
looks  like  it"s  trying  to  burst  out  of  her 
skin  and  her  eyes  are  listless.  Of 
cour.se,  now  she  really  i.s  beautiful. 

■Rachel,  are  you  ready  to  eat 
breiikfa.st?  Say,  'Hi"  to  Daddy." 

She  doesn't  say  it.  She  doe.sn  t 
look  at  me  either.  She  does  look  at 
me  .sometimes.  She  takes  my  head  in 
her  hand.s  and  looks  directly  into  my 
eyes  without  holding  anything  back. 
People  who  aren't  used  to  her  can  t 
take  it.  It's  the  kind  of  searching  look 
that  lovers  and  long-separated  par- 
ents and  chikiren  gi\e  each  other  in 
novels  and  movies,  a  warm,  li\el\' 
look  that  makes  you  feel  special  and 
glad  to  he  alive,  but  .so  intense  and 
searching  that  after  a  while,  you  are 
afraiil  that  you  can't  give  her  what 
«;hiv^«  looking  for. 
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For  a  long  time,  .she  wouldn't  look 
in  people's  faces.  It  was  those  e>es  that 
first  made  us  wonder  if  something  was 
wrong  with  our  baby.  Then,  for  a  time, 
she  was  willing  to  look  into  dogs' 
faces,  hut  not  people's.  By  the  time  we 
got  a  dog  for  her  to  look  at.  she  was 
more  interested  in  people. 

"Rachel,  keej-)  the  cottage  cheese 
on  the  sjioon.  Have  you  said,  'Hi'  to 
your  daddy  yet?" 

She  doesn't  say  it.  The  cottage 
cheese  is  falling  off  the  spoon 
heiau.se  she  is  turning  her  arm  back 
and  forth  to  admire  the  morning  sim 
and  shadows  mo\ing  across  it.  She 
likes  that  garni-,  one  of  her  private 
games  that  we  can  recognize,  hut 
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can't  share,  h  makes  her  smile.  She 
smiles  her  secret  smile,  the  expression 
that  makes  you  think  she  has  just 
thought  of  a  mischievous  trick,  but 
she  won't  tell  anybody  until  she's 
jilayed  it. 

We  ha\e  a  picture  of  her  first  real 
smile.  I  am  holding  her  in  the  shower 
during  the  summer  she  turned  one.  1 
can  .see  that  picture  in  my  mind  at  any 
time.  That  smile  brought  the  .sun 
through  the  dark  clouds  for  us.  We 
had  worked  haril  to  \K-\p  her,  hut  we 
didn't  know  if  we  had  the  .strength  of 
character  to  lo\e  and  live  with  a  child 
who  ne\er  smiled.  Some  people  do. 
(iod  didn't  reciuire  that  of  us.  That 
day.  she  smileii  and  we  cried. 
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Now,  slie  .smiles  a  lot.  most  often 
if  you  tickle  her  or  if  she's  jumping  on 
her  trampoline,  riding  her  tricycle  or 
doing  something  else  that  involves 
"major  sensory  input."  as  her  thera- 
pists say.  She  also  smiles  sometimes 
when  I  come  home  from  work  and 
when  she  hears  a  fimny  noise  that  she 
likes,  like  the  pig  grunting.  "Touche." 
in  Beauty  and  the  Beast.  But  she 
doesn't  smile  much  at  things  that 
make  most  kids  smile,  like  playing 
peek-a-boo. 

■  Rachel,  would  you  like  some 
Crunch?" 

■"Cwiinch.  peese." 

■She  can  talk.  .She  likes  to  u.se  her 
language  for  a  purpose.  She  was  the 
star  of  "meaningful  conimimication " 
when  she  was  in  the  special  educa- 
tion preschool  class  for  kids  with 
autism.  When  Rachel  "talks,"  you 
know  she  is  trying  to  tell  you  some- 
thing, ewn  if  most  of  the  time  you 
don't  kncnv  what.  We  wonder  if  there 
are  other  ways  to  help  her  eon\crse 
that  don't  rely  on  precise  control  of 
small,  working  parts,  like  a  tongue 
and  lips.  We  offer  her  those  other 
channels,  hut  Rachel  seems  to  prefer 
battling  it  out  with  the  spoken  word. 
If  she  says  something  often  enough 
and  takes  the  I'.ncomprehending  lis- 
tener by  the  !iand  to  the  place  or 
object,  we  ieel  like  ue  understand 
what  she's  tiying  to  tell  us.  But  there 
are  still  plenty  of  times  when  she 
repeats  herself  with  enthusiasm  and  a 
.strong  desire  to  let  us  know  and  we 
just  don't  get  it.  1-Aentually.  she  sighs 
and  mo\'es  on. 


,  Fathers'  Voices  is,  a  regular  ifeature  of 
.  Bkeftt{onaiParen^tai^iz\i^.  This 
;  iCQluirmv  cobfdinat^^tyy  James  May, 
:^rojeaifitec*or  ofthe  Natioiial 

fathers'  Network,  focuses  6tt  fathers' 
\  experiericeis  reariii^;thadren  witl^  spe- 
t^cial  heeds,  yoi^^^mtributions  tojWs 
^^pohunn  aie  pfKouraged.  ;^ 

f?"'     For  more  informatibh  about^the 
f  i^atioivit  Fathers'  Network  (NFN),  or 
p#o  receive  ttieir  qusuterly-riewsletter, 
write  or  call;  National  Fa,thers'  . 
^Jctwork,  The  Meirywood  Sichool, 
16120  N  E,  Eighth  Strwt,  Bellevue, 
ITA'^iOOB,        747-4004  (jc  (206) 
l'^1554.  NFN  Is  funded  by  a  grapt 
m  the  federal  Maternal  and  Child 
Flealth  Bureau  and  worfts  In  collabo- 
ttiort  Wltl>     NatiOnikl  Center  for 
PartiilyiCentertd  Care,  a  program  of 
lie  A«oda^  lot  the  Care  of 


Sharing  a  moment:  Dad  and  Rachel. 

Some  parents  of  children  with  dis- 
abilities grieve  continually  for  the  loss 
of  the  normal  child  who  might  have 
been.  I  don't  feel  c|uite  that  way. 
Rachel  is  the  child  she  is.  and  I  don't 
think  much  about  who  she  might 
have  been.  But  when  she  sighs  and 
gives  up  because  I  don't  understand, 
then  I  griexe. 

"Rachel,  calm  down  and  u.se  your 
words.  I  se  your  (juiet  voice." 

Of  course,  she  doesn't  always 
give  up  when  she  isn't  imderstood: 
sometimes  she  has  a  tantrum.  It  s 
often  hard  to  figure  out  what  .sets  her 
off.  and  it's  always  hard  to  decide 
what  to  do  next.  Colleagues  and 
friends  who  don't  know  Rachel  tend 
to  .say  things  like.  "Well,  i  ve  got  a  15- 
year-old  in  my  hoiise  who  still  has 
tantrums."  it  is  not  the  .same.  Having 
thought  about  this  at  length  in  an 
objective,  .scientific  manner  while  my 
blood  is  racing,  my  ears  are  jiound- 
ing,  and  my  hair  is  being  pulled  out 
of  my  head.  I  conclude  that  there  is  a 
fiuidamental  difference  between  a 
"regular"  child's  tantrum  caused  by 
hunger,  fatigue  or  a  fine  sen.se  of  dra- 
matic manipulation  and  Rachel's 
tantrums  caused  by  her  rage  at  the 
world's  failure  to  imderstand  her  or 
explain  to  her  why  she  can't  have 
what  she  wants.  Then  again.  ma\be 
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it's  just  a  two-year-old's  tantrum  in  a 
seven-year-old  body. 

•  Rachel.  Dadd\'  is  leaving.  Can 
you  say  "Bye-bye  Daddy?'" 

She  doesn't  say  it.  She  doesn't 
really  e\"en  look  up  when  I  leave, 
although  I'm  told  that  she  sometimes 
runs  around  the  house  shouting, 
"Daddy!  Daddy!."  after  I've  gone. 
Some  friends  and  acquaintances  think 
we're  heroes  for  "all  we've  done"  for 
Rachel.  Others  would  rather  not  think 
about  it  at  all.  I  don't  feel  like  a  hero, 
becau.se  I  didn't  \-olunteer  for  this  job. 
Most  of  the  time.  I'm  not  .sad  about 
Rachel  because  she  learns,  loves  and 
is  often  happy.  But  somt  imes,  in  the 
morning  as  I  prepare  to  lea\e  for 
work.  I  hope  that  she  will  say  "Hi, 
Daddy."  1 

Pan!  J.  Karch  ix  a  hiivyer  and  the 
father  of  three  children:  'iachel.  seven-. 
I.ydici.  fire:  and  Charlie,  tiro.  Paul  and 
his  family  lire  in  A/)/)leton.  Wisconsin, 
trhere  he  irorks  in  the  k'}>al  depart- 
nie)it  of  Appleton  Papers.  He  enjoys 
spendi)i{<  time  with  his  family,  hicy- 
clinf>  and  reading.  Rachel  teas  horn 
H'ith  a  chrotmisomal  ahntmnalily  and 
has  a  serere  co}>nitire  disability. 
Rachel  and  l.ydia  attend  Janet  Berry 
.School  in  Appleto)!.  a  school  that  pro- 
motes the  full  inclusion  (fall  children. 
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*  Improves  coordination, 
postural  control  and 
muscle  tone. 

*  Provides  independence. 

*  Secured  in  center  with 
belt  or  seat. 

*  Trade-in  policy. 

*  S,M,L 

*  Covered  by  most 
insurance  companies. 
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RESEARCH 


Brain  Differences  in  Autism 

by  Margaret  Bauman 


My  research  colleague,  Dr.  Thomas 
Kemper,  and  I  have  been  studying  the 
anatomy  of  the  brain  in  autism.  We 
began  tliese  studies  in  the  summer  of 
1983,  and  reported  our  initial  findings 
at  the  meeting  of  the  American 
Academy  of  Neurology  in  the  spring 
of  1984.  Since  then,  we  have  studied  a 
total  of  six  cases  in  detail. 

Method 

Our  research  involves  the  examination 
of  human  autopsy  material.  This  mate- 
rial has  been  %'ery  generously  donated 
by  the  families  of  children  and  young 
adults  with  autism  who  have  died  as 
the  result  of  illness  or  injury.  It  is 
es,sential  that  we  use  human  brains  for 
this  research  because,  at  this  time, 
there  is  no  experimental  animal  model 
that  could  be  utilized. 

For  the  purpo.se  of  comparison, 
each  autistic  brain  is  matched  with  a 
"control" — the  brain  of  a  non-autistic 
person  who  was  the  same  sex  and 
age.  We  study  eadi  brain  by  cutting  it 
into  approximatefy  4000  thin  slices,  or 
"sections,"  cut  from  front  to  back. 
Each  brain  is  examined,  section  by 
section  and  area  by  area.  We  u.se  a 
special  microscope  that  allows  us  to 
put  the  same  .sections  of  the  autistic 
brain  and  the  normal  brain  side  by 
side  in  the  same  field  of  >.  iew  and  at 
the  same  magnification.  Of  course,  this 
is  a  very  tedious  and  time-consuming 
process.  However,  it  is  probably  the 


Dr.  MargaKt  Bauman,  pictured  with  her  family. 


best  way  to  survey  an  entire  brain, 
especially  when  the  findings  may  be 
subtle  and  difficult  to  spot,  as  has 
been  the  case  in  some  portions  of  the 
autistic  brain.  In  fact,  without  this 
methodology,  we  probably  would  not 
have  been  able  to  identify  some  of 
the  unique  anatomical  differences  in 
autistic  brains. 

Limbic  System  Abnormalities 

One  abnormality  that  we  have  found 
has  been  in  a  part  of  the  brain  known 
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as  the  limbic  system.  The  limbic  sys- 
tem includes  a  number  of  brain  areas 
that  are  connected  to  each  other  by 
neuronal  circuits.  The  limbic  system 
appears  to  play  a  significant  role  in 
human  learning,  emotion,  behavior 
and  memory.  In  autistic  brains,  the 
nerve  cells  of  the  limbic  sy.stem  are 
smaller  and  more  numerous  than 
those  found  in  normal  controls,  In  this 
respect,  the  auti.stic  limbic  system  is 
like  that  of  a  younger  child.  This 
might  mean  that  the  development  of 
ihe  limbic  .system  is  .stunted  in  individ- 
uals with  autism. 

With  regard  to  memory,  there  is 
evidence  that  we  have  at  least  two 
types  of  memory  systems  that  are 
involved  in  learning.  The  first  type  is 
called  "habit"  memory.  We  use  this 
kind  of  memory  to  learn  skilLs — tying 
our  shoes,  catching  a  ball,  riding  a 
bicycle.  The  "habit"  memory  system  is 
believed  to  reside  in  areas  that  we 
have  found  to  be  anatomically  normal 
in  autistic  brains. 

March  1994 


The  second  memory  system  is 
called  "representational"  memory.  This 
kind  of  memory  is  involved  in  cga- 
nizing  sensory  input — what  we  see, 
hear  and  feel — generalizing  and  inte- 
grating information  gained  from  sen- 
sory input  to  think  and  reason.  The 
"representational"  memory  system  is 
believed  to  depend  on  parts  of  the 
limbic  system.  Limbic  system  abnor- 
malities, such  as  those  found  in  autis- 
tic brains,  could  lead  to  a  disturbance 
in  the  processing  of  sensory  informa- 
tion. This,  in  turn,  could  lead  to  the 
disordered  thinking,  social  interaction 
and  language  that  is  characteristic  of 
infantile  autism. 

Cerebellar  Abnormalities 

We  have  also  found  abnormalities  in 
the  cerebellum  and  cerebellar  circuits 
of  the  autistic  brain.  The  types  of 
abnormalities  that  we  have  found 
indicate  that,  whatever  the  cause,  the 
damage  to  tiie  brain  occurred  prena- 
tally,  before  thirty  weeks  ge.station. 

Future  Plans 

I  believe  that  we  have  identified  the 
most  obvious  structural  al^normalities, 
but  we  will  continue  to  look  at  new 
brains  and  re-examine  our  older  mate- 
rial. We  have  been  able  to  create  a 


"library"  of  slides  to  go  back  to  as 
new  research  questions  arise.  For 
example,  if  we  observe  a  previously 
unrecognized  abnormality  in  a  new 
case,  we  can  go  back  and  re-examine 
our  previous  cases  to  see  if  the  abnor- 
mality is  unique  to  this  new  case,  or  if 
it  is  present  in  all  of  the  autistic  brains 
but  had  been  previously  overlooked. 

We  are  also  interested  in  neuro- 
transmitter function  in  autism.  Now 
that  we  knov/  the  location  of  structural 
abnormalities,  the  next  step  will  be  to 
investigate  the  neurochemical  profile 
of  these  same  areas.  We  have  the 
technology  to  do  this.  We  also  have 
the  necessary  brain  material  from 
autistic  and  normal  individuals.  All  we 
need  now  is  money! 

The  potential  for  this  type  of  study 
could  be  enormous.  If  we  are  able  to 
identify  one  or  more  neurochemical 
abnormalities,  this  might  give  us  a 
chemical  "marker"  for  autism.  This 
marker  could  be  used  in  diagnosis — 
prenatally  or  postnatally.  Identification 
of  a  chemical  abnormality  could  also 
lead  to  more  directed  medical  interven- 
tion and  treatment.  I  don't  know  if  we 
will  be  able  to  "cure"  autism,  but  we 
should  be  able  to  improve  function  and 
the  quality  of  life  significantly.  That 
would  be  a  truly  exciting  outcome! 


Parental  Involvement 

If  I  had  one  wish  it  would  be  that  par- 
ents become  stronger  advocates  for 
the  basic  scientific  research  that  may 
solve  the  mystery  of  autism.  Good 
research  is  being  done  throughout  the 
United  States,  and  it  is  very  deserving 
of  support.  Good  research  requires 
money,  but  right  now,  autism 
researchers  must  compete  with  each 
other  for  a  limited  supply  of  funds. 

Parents  need  to  lobby  at  a  national 
level  for  their  children.  If  parents  don't 
do  it,  it  simply  will  not  happen. 
Children  don't  vote.  They  have  no  polit- 
ical clout.  We,  the  adults  in  their  lives, 
must  speak  for  them.  If  we  do  not 
speak  out,  nobody  will,  and  the  future 
for  these  children  will  be  less  bright.  ■ 

Dr.  Margaret  Bauman  is  Assistant 
Pediatrician  and  Assistant  Neurologist 
at  the  Massachusetts  General  Hospital, 
and  Assistant  Professor  of  Neurology  at 
Harvard  Medical  School.  She  is  also 
Director  of  Learning  and  Develop- 
mental Disabilities  Evaluation  and 
Rehabilitation  Service  (LADDERS),  at 
Youville  Hospital  in  Cambridge,  MA. 


UVTERIOR 
PLANNING  Sc 
DESIGN,  INC. 


Custom  designed  to  your  needs: 
Institutional,  Home, 
Office, 
Health  Care. 

Turnkey  operation,  including  furniture, 
U.S.A.  and  International. 

2  Annabelle  Liine 
Florham  Park,  NJ  07932 
(201)  966O220 
Fax  (201)  9666894 
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Representing  Exceptional  Parent 
Internaiionally: 
Books, 
Magazines, 
Information  Equipment. 


2  Annabelle  Lane 
Florham  Park,  NJ  07932 
(201)  966^220 
Fax  (201)  9666894 
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Van  Conversion  Dealers 


Connecticut 

Df  lv»Master,  Inc. 

9  Splelimn  Road 

Faiillald,  NJ  07004 

(201)  808-9709 
Fun  seivice  mobility  center:  raised 
tops^doors;  drop  floors;  custom  dri- 
ving equipment;  distributors  for 
Mobile  Tech.,  Crow  f^er  lifts, 
Ricon,  IMS,  EZ  Lock,  and  EMC 
touch  pad  systems.  41  yrs.  of  ser- 
vtee  to  the  disabled  community. 
Please  call  for  more  Information. 
NMEDA  member. 

New  England  Wheels  West,  Inc. 

15F  International  Drive 

East  Qranby,  CT  06026 

(203)  653-8064 
Custom  buikiers  (or  physk^ty  chal- 
lengeddttvers.  Large  inventory  of 
new  transporters  for  ambulette  and 
school,  Institutton  and  transporta- 
tion. Call  to  see  demonstrator. 


Florida 

Action  Mobility 

1925 10th  Ave.  No. 

Uke  Worth,  FL  33461 

(407)  582-6500 

(800)  432-1459  in  FL 
FiiorMnt-Vanmodifcaaons.  Scooter 
&wheelchi^lifls,  lifts,  drop  Ikior,  raised 
rod,  kxkdow^driving  eni^imenL 
ln6tal,cuGtoniiz8,rBpeir.  Almlgs. 


B  &  R  Mobility  Services,  Inc. 

914E.  SkagwayAve. 
Tampa,  FL  33604 
(813)933-5452 

CocTffilele  mobility  equipment  dealer. 

NMEDA  Quality  Assurance  Program. 

Charter  member  w(h  5  star  rating. 

CalforWomialkxi. 

Home  Medical  Equipment  Co. 

2137  Fowler  St. 

Ft.  Myers,  FL  33901 

(800)  226-0404 
New/Used  Vans  and  equipment  for 
the  physteally  challenged.  Fuliser- 
vtee  arid  repair  center.  NMEDA 
member,  liatnnwkle  delivery. 

Ocean  Conversion  & 

Mobility,  Inc. 

750  East  Sample  Road 
BIdg.  8/#7 

Pompano  Beach,  FL  30064 

(305)942-6033 
hielplng  you  meet  your  mobility 
needs,  total  vehtele  conversions. 
Certified  Dealer/All  Major  Mobility 
Manuf.  Customer  assistance  pro- 
gram. Member  NMEDA. 

Georgia 

OuraMed  Driving  Systems,  Inc. 

1543 15th  Street 

Augusta,  GA  30901 

(800)637-1378 
CiEiom  ckiving  systems,  whichr,  scooter 
if^  elevakxs,  van  conversions.  IMS, 
Mobile  Tech.,  CrcfW  River,  Ricon,  EMC, 
MPO,  EZLodiNMEOA&MEDgraup. 


Handicaps  Mobility  Systems, 
Inc. 

5865-C  Oakbrook  Parkway 

Norcross,  GA  30093 

(404)  662-5242 
Full  or  mini-van  adaptive  conver- 
sions. Custom  driving  systems, 
authorized  dealer  for  Braun,  Crow 
River,  Ricon,  Mobile-Tech,  EZ 
Lock,  EMC  Touch  Pads,  New  & 
Used  vans,  rental  vans  NMEDA 
member. 

Quail  Country  Customs 

6922  Hardup  Road 

Albany,  GA  31707 

(912)432-7258 
Wheekihair  lifts,  scooter  lifts,  hand 
controls  •  Sales,  Service.  Braun, 
Crow  River,  Mobil  Tech,  Baino, 
MPS,MPD.  Member  NMEDA. 

Indiana 

C  &  C  Ford  -  Mercury 

5th  &  Monroe  Streets 

Sturgi8,KY  42459 

(800)332-6696 
New/used  van  conversions,  raised 
roof  &  doors,  Braun  lifts  &  tie- 
downs  installed  by  certified  techni- 
cians. Call  for  more  info. 

Forward  Motions 

21 4  Valley  Street 

Dayton,  OH  45404 

(513)  222-5001 
FuS-sizeMinl-Van  modffications,  new/ 
used,  Hts,  dropttoor,  raised  roof,  kxk 
downs,  driving  equip.  NMEOA  member. 
Owned  by  perscn  with  adteability. 


Illinois 

C  &  C  Ford  -  Mercury 

5th  &  Monroe  Streets 

Sturgl8,KY  42459 

(800)332-6696 
New/used  van  converskms,  raised 
roof  &  doors,  Braun  lifts  &  tie- 
downs  installed  by  certified  techni- 
cians. Call  for  more  info. 

Kentucky 

C  &  C  Ford  -  Mercury 

5th  &  Monroe  Streets 

Sturgis,  KY  42459 

(800)332-6696 
New/used  van  conversions,  raised 
roof  &  doors,  Braun  lifts  &  tie- 
downs  installed  by  certified  techni- 
cians. Call  for  more  info. 

Forward  Motions 

214  Valley  Street 

Dayton,  c5h  45404 

(513)  222-5001 
FuK-sizQiMni-Van  modfic^ions,  new^ 
used,  Ms,  drop  fkxir,  raised  roof,  lock 
dowris,  driving  equip.  NMEDAmember. 
CXmed  by  person  with  a  dsabiiy. 

Massachusetts 

Atlantic  Rehab.,  Inc. 

81  Rumford  Ave. 

Waltham,  MA  02254-9055 

(617)894-0069 
Atlantic  Rehab.  spedaTizes  in  Pediatric 
MobiyandSeaihg.  Salesand 
ServKe.  Please  call  for  more 
inlbimatfen. 


MEMBER 


Look  For  lliis  Symbol 
^  It^  Your  Guarantee  of  Quality 


It  means  your  adaptive  equipment  dealer  is  a  member  of  NMEDA  -  the  National  Mobility 
Equipment  Dealers  Association  -  and  that  he  makes  a  special  effort  to  assure  customer 
Safety,  Comfort,  and  Convenience! 

•  NMEDA  members  are  professional  factory-trained  and  certified. 

•  NMEDA  dealers  use  only  the  proper  tools  and  best  materials,  and  employ  certified  technicians  and  welders, 
because  the  safety  and  welfare  of  their  customers  -  and  everyone  on  the  road  -  is  their  first  priority. 

«•  A  NMEDA  customer  knows  the  work  on  his  vehicle  has  been  professionally  completed  by  a  dedicated, 
caring  and  responsible  dealer  worthy  of  the  customer's  trust. 

Call  our  toll-free  National  Hotline  for  the  location  of  the  NMEDA  dealer  nearest  you: 

1-800-833-0427 


National  Mobility  Equipment  Dealers  Association 


ERIC 


909  East  Skagway  Ave.  •  Tampa,  FL  33607 


1-813-932-8566 
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N«w  Hampshire 

Ridc-Away  Corp. 

51  Wentworth  Ave. 

Londondeny,  NH  03063 

(603)  437-4444 
The  most  complete  line  of  nwf  & 
used  adaptive  equipment  foi  vehi- 
cles in  New  Engand.  Lifts, 
ramp3,wtieelchair  securements, 
new/used  vans,  trade-Ins,  financing 
available.  24  hours  everyday. 
Servk»,  healthcare  professionals 
on  staff. 

New  Jersey 

Areola  Mobility 

51  Kero  Road 
Carlstadt,  NJ  07072 
(201 )  507-8S00/(800)ARCOU^-1 
New-Used-Trade-Lease-Buy.  Full 
sized,  mini,  rear  and  side  entry.  We 
cany  prodticts  from  the  foiiowing 
maiuifactursrs:  Braun,  KneeKar, 
Vantage,  Ricon,  and  Pick-A-Lift.  If 
wedonlhaveltwe'Hfindltl 
financing  is  available.  NMEOA 
Member.  Please  call  for  more  irtfo. 

Causoway  Fortt  Lincoln, 
Mercury,  Jaep,  Eagia,  Inc. 

Route  72  East 
ManaHawkin,  NJ  08050 
(800)  42  /-3875  Ext.  50 
One-Stop  mobility  specializing  in 
new-used  conv.  vans.  We  stock 
IMS,  Mlnivans,Dtst  of  Major 
Equipment  Products,  IMS,  EZ- 
Lock,  EMC  touch  pad  systems, 
Braun,  Bruno  &  Flioon  I^MEDA 
member-  NJ  state  and  VA  cert. 


DriwHMaatar,  Inc. 

9  Spielman  Road 

Fairfield,  1^  07004 

(2u1  j  808-O709 
Full  service  mobility  center:  raised 
tops/doors;  drop  floors;  custom  dri- 
ving equipment  distributors  for 
Mootle  Tech.,  Crow  River  efts, 
Ricon,  IMS,EZLod(,andEMC 
touch  pad  systems.  41  yrs.  of  ser- 
vk»  to  the  asablsd  community. 
Please  call  (or  more  kiformatkxi. 
NMEDA  member. 

New  York 

Barrier  Free  Systems,  Inc. 

165  Freeman's  Bridge  Road 

Scotia,  NY  12302 

(518)  346-4169 
We  sell  and  K'.stall  equipment  in  the 
akl  of  transportation  for  the  physi- 
cally challenged.  For  more  infor- 
mation, give  us  a  calll 

Drive-Master,  Inc. 

9  Spielman  Road 

Fairfield,  NJ  07004 

(201)808-9709 
FullsenicemobV   anten  raised 
tops/doors;  dnjp  floors;  custom  dri- 
ving equipment;  distributors  for 
Mooile  Tech.,  Crow  River  lifts, 
Hkon,  IMS,  EZ  Lock,  and  EMC 
touch  pad  systems.  41  yrs.  of  ser- 
vk»  to  the  disabled  community. 
Please  call  for  more  infomiatkin. 
NMEDA  member. 


Ohto 

C  &  C  Ford  •  Mercury 

5th  &  Monroe  Streets 

Sturgl8,iCY  42459 

(800)332-6696 
New/used  van  conversions,  raised 
roof  &  doors,  Braun  lifts  &  tie- 
downs  Installed  by  certified  techni- 
cians. Call  lor  more  Info. 

Forward  Motions 

214  Valley  Street 

Dayton.  OH  454C4 

(513)222-5001 
Ful^izeMnl-Van  mxStcellons,  new/ 
used,  ills,  drop  loor,  raised  roof ,  lock 
dowris,  driving  equip.  hMEOAmember. 
Owned  by  person  wUhadtabny. 

New  Era  Transportation 

810  Moe  Drive 
Akron,  OH  44310 
(800)  NET-VANS 

New  and  used  adapted  vans  and  a 

full  line  of  adaptive  equipment. 

Delivery  and  financing  available. 

Call  us  for  personalized  sen/k». 

Tri^te  Mobility 

Canton,  OH 
(800)343-3150 
Toledo,  OH 
(800)  345-3150 

One  of  the  largest  Inventories  of 

used  handk»pped  vans. 

Natkmwkte  delivery  available  on 

request.  NMEDA  member. 


PeiMtsylyiwte 

DriVMHastsr,  inc.'- 

9  Spielmaih  Road 

Falrfleld^NJ  07004 

(201)808-9709 
Full  servteemobffity  canter  raised 
tops'doors;  dnip  iteors;  custom  dri- 
ving equipment;  distributors  for 
Mobile  Tech.,  Crow  River  lifts, 
Rkxn,  IMS,  EZ  Lock,  and  EMC 
touch  pad  systems.  41  yrs.  of  ser- 
vtee  to  the  disabled  community. 
Please  can  for  more  informalkin. 
NMEDA  member. 

Mobility  Sales  A  Ssrvios,  inc. 

11 26  Third  Street 

North  Versailles,  PA  15137 

(412)824-8091 
Full  size  /Mkii-van  modifkatk)ns, 
raised  roofs/doore,  kiwered  fkxirs, 
wheekihair  and  scooter  lifta,  driving 
equipment 

South  Carolina 

DuraMed  Driving  Systems,  Inc. 

1543  ISth  Street 

Augusta,  GA  30901 

(800)637-1378 
Cuamdrivlng  systems,  wliichr,  scooter 
Hits,  elGMakxs,  vanconmskini  IMS, 
MobieTech,,  Ciiaw  River,  Rtcon,  EMC, 
Mro,EZlock.NMS»&MB)  group. 

Tennessee 

C&CFord- Mercury 

5th  &  Monroe  Streets 

SturolB,KY  42459 

(800)332-6696 
New/used  van  oonverstons,  raised 
roof  &  doors,  Braun  lifts  &  tie- 
downs  installed  by  certified  techni- 
dans.  Call  for  more  krfo. 


Marketplace 


Camps 


Clothing 


Camp  Horizons 

P.O.  Box  323 

South  Windham,  CT  06266 

(203)  456-1032 
Fifteen  years  of  sen/ing  ctilldren  & 
adults  wtio  are  mentally  tmndl- 
capped.  Summer  &  winter  residen- 
tial camp  programs  ttiat  ctiallenge 
campers  In  a  supportive  and  fun 
environment.  Innovative  social  & 
recreational  programs  that  build 
self-esteem  &  independence  for 
each  camper.  ACA  accredited. 

Catalogs 

AntonI  Toys  and  Products 

232  SE  Oak  St  Suite  103 

Portland,  OR  97214 

(800)  826-8664/(503)  233-1660 
Assortment  of  colorful  toys,  one 
piece  underwear,  hand-made  dolls, 
educational  books,  diapers  and 
more!  Call  toll  free  lor  catalog. 

M  &  C  Company 

P.O.  Box  4107 

Schenectady,  NY  12304-4107 

(518)  357-2808 
Personalized  children's  books  are 
fun,  exciting  and  encourage  reading. 
Great  Gifts  for  all  occasionb.  All  time 
favorite  titles.  Free  brochures. 


ERIC 


Adrian's  Closet 

P.O.  Box  9506 

Rancho  Santa  Fe,  OA  92067 
(800)  831-2577 
Free  catalog  available  now. 

Cribs  &  Youtli  Beds 

HARD  Manufacturing  Co.,lnc 

230  Grider  Street 

Buffalo,  NY  14215 

(800)  USE-HARD 
The  #1  mfg.  sets  the  standard  for  safe- 
ty in  hospitals.  216  colorful  models 
available.  HARD  will  adapt  products  to 
meet  your  special  requirement. 


Equipinent  Dealers 
Massachusetts 

Atlantic  Rehab.,  Inc. 

81  Rumford  Ave. 

Waltham,  IVIA  02254-9055 

(617)  894-0069 
Atlantic  Rehab,  spectaTizes  in  Pediatric 
Mobility  and  Seating.  Sales  and  Seivice. 
Please  call  for  mora  Infonnation. 

New  York 

Dowd  Rental  &  Sales 

100  Ivlain  street 

Buffalo,  NY  14202 

(716)  883-8188 
Dowd  has  been  servicing  the  area  since 
1930.  For  personal  seivice  and  quality 
equipment  and  further  information  call 
Dowd  Rental  &  Sales,  Inc. 


Made  In  USA 
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BEAT  THE  HEAT! 

•Comfort  for  your  child 

•  Peace  of  mind  for  you 

•  Plus,  rain  protection 

The  WeATHErBrEAKER 

Wheelchair/Scooter  Canopy 

800-795-2392 

DIESTCO  Manufacturing 
P.O.  Box  6504  •Chlco.  CA  95927 

mg  Comfort  to  Those  Who  Want  Itl 


Rehabco® 

1513  Olmstead  Ave. 

Bronx,  NY  10462 

(718)829-3800 
45  years  as  New  Yori<'s  oWest  and 
best  Rehab,  dealer.  Experts  in  chil- 
drensmcbility&  custom  seating.  Full 
time  therapist  for  evaluations  at  our 
newfadlity.  Ask  for  our  295  page 
TechnotogyGukle.  Please  call  or  write 
us  today  for  more  information  and 
quality  servk». 

Oklahoma 

Loyal  IjiPlante  Supply  Co. 

6V02E.  11th  St. 

Tulsa,  OK  74112 

(918)  835-6381 
Custom  seating.  Check  Marc  certi- 
fied repairs.  Authorized  Check  Marc 
Repair  Center.  We  cany  most  prod- 
ucts &  advertised  in  this  magazine. 

New  Hampshire 

Advent  Medlcal/Rlde-Away 

51  Wentworth  Ave. 

Londonderry,  NH  03053 

(603)  437-4444 
Advent  Medial  specializes  in  all 
types  of  rehabilitation  &  mobility 
equipment  for  your  child.  Nurse  & 
therapist  on  staff  for  any  positioning 
issues.  Dealers  of  all  major  brands 
of  equipment.  Skilled  tecnnicians, 
24  hour  everyday  sen/ice.  Huge  list 
of  references  available. 
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New  CARE,  Inc. 

1126E.  2nd.  Street 

Casper  WY  82601 

(307)  577-0696 
Full  time  specialist  available  in 
pediatric  &  adult  fitting,  seating  & 
positioning  for  rehab  equipment. 
Free  home  or  office  evaluations. 


Incontinence 

Access  Medical  Supply 

2006  Crown  Plaza  Drive 

Columbus,  OH  43235 

(800)242-2460 
Attends  Youth  Briefs  fits  children 
35-75  lbs.  $51.95/cs(96),  Free 
Delivery.  Also  -  Depend,  Serenity, 
other  items.  Manufacturer's 
coupons  accepted.  Free  Catalog! 


Incon  Products  Company 

509  West  9th  Street 
S,  Sioux  City,  NE  68776 
Fax  (402)  494-1744 
We  cany  a  full-line  of  reusable  dia- 
pers and  pull  over  plastic  pants. 
Available  in  all  sizes.  Write  for  more 
information  and  FREE  brochure. 


Lift  Aids 

LIFT  AIDS,  INC. 

2391  Pecan  Ct. 

Ft.  Worth,  TX76117 

(817)  834-3881 

Metro  (817)  429-7141 
Mobility  specialist  for  physically  dis- 
abled. Largest  wheelchair  lift  installer 
in  Ft.  Worm  mid  cities  area. 
Authorized  dealer/installer  for  Ricon, 
Crow  River,  Mobil  Tech,  Handicaps, 
Braun,  Vantage  Mini  Vans.  5  Star 
dealer/member  of  NMEDA.  Full 
repair  &  service  since  1968. 

Monitoring  Systems 

Care  Electronics 

5741  Araphoe  Rd.,  Suite  2A 

Boulder,  CO  80303 

(303)  444-CARE  (2273) 
WanderCARE  Systems  notify  care- 
givers when  their  wanderer  leaves 
home.Locate  them  up  to  ONE  MILE 
away.  FREE  catalog. 


Resources/Special  Needs 

LINCS-BBSC/OPHP, 

535  Race  Street,  #140 

San  Jose,  CA  95126 

(408)  294-6933  BBS 

(408)  288-5010  Voice 
Electronic  bulletin  board  housing 
hundreds  of  resources  for  families 
and  prof,  caring  for  children  with 
special  needs.  Resource  directory, 
file  database,  Internet  mail  and 
more!  No  on-line  charges.  Settings: 
N-8-1,  up  to  14,400  baud,  24  hours. 

Seating  &  Positioning 

Patient  Transfer  Systems 

P.O.  80X421176 

Los  Angeles,  CA  90042-1 176 

(800)  510-0051 
Transfer  Belt,  padded  four  handled, 
makes  transfers  safer,  easier  & 
more  effective.  Greatly  reduces 
risks  of  injury  $35.95  each  +(s&h). 


forinfbmu^ 
Baitaitfjte 


Books,  Audio/Video  &  Educational  Material 


Bool(s  for  Parents  &  Professionals 

Turtle  Books:  provide  a  hndgQ  of  under- 
standing for  your  cliildren  with  disabili- 
ties, their  siliiings  &  friends.  Send  for  a 
FREE  Turtle  Btx)k  brociuire  to  Jason  & 
Nordic  Publishers,  P.O.  Hox  441 
Hoilidaysburg.  PA  16648  Call  (814)696-2920 
or  FAX  (814)696-4250 


Topics  in  developmental  disabili- 
ties -  respite  care,  learning  through 
play,  family-centered  care, 
feeding/swallowing  &  more. 
Catalog  for  professionals  &  parents. 
Media,  Meyer  Rehabilitation, 
University  of  Nebraska  Medical 
Center,  600  So.  42nd  St.,  Omaha,  NE 
68198-5450  (800)  656-3937. 


Special  Camp  Guide  1994.  A  direc- 
tory of  summer  programs  in  the 
northeast  for  children  with  special 
needs.  Checks  or  money  orders  for 
$9.00  payable  to  Resources  For 
Children  with  Special  Needs,  200 
Park  Ave.  So.,  Suite  816,  New  York, 
NY  10003,  (212)  677-4650. 


Free-The  NEW  Special  Needs 
Project  Book  Catalog.  Tiie  i^est 
books  from  ail  publishers  about  dis- 
abilities. Comprehensive  resources  for 
parents,  children  &  professionals. 
Special  Needs  Project,  3463  state 
Street.  Santa  Barbara.  CA  93105.  (800) 
333-6867. 


Free  Book  Catalog:  The  1994 
Special-Needs  Collection  features  a 
collection  of  valuable  books  for  par- 
ents on  Down  syndrome,  CP,  Autism, 
Tourette  syndrome.  Mental 
Retardation,  Special  Education  and 
more.  Woodbine  House  Contact: 
5615  Fishers  Lane,  Rockville,  MD 
20852,  (800)843-7323 


Videotapes 

Interax  Video  Sign  Language 
Course,  illustrates  1200+  signs  based 
on  AS!,.  Six  videos  with  6.5  hrs. 
Graphics  provide  reference  of  ecjuiva- 
ient  English  word,  l-'ree  Brociuire. 
$i',>9  (+$4.50  Sikh).  Interax  Training, 
Inc.,  I'.O.  Box  473106.  Garland,  'I'X 
75047-31(X).  (H(X))  242-5583. 


Bool^,Audio/Vl^ 
Educational  {Materials 
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"THEIR  COMMUNITY ...  VTrH 
OUR  HEL?"  Private,  nonprofit  com- 
munity fof  adults  with  developmental 
disabilities.  Residential  and 
day/evening  programs  and  ser\  ices. 

•  Paid  Job  Training 
•Arts  Activities. 
•Therapeutic  recreation. 
•Case  management. 

•  125-acre  wcK)ded  environment. 


Annandale  at  Suwanee,  Inc. 

3500  Annandale  Ume.  Box  " 
Suwanee.  OA  30174 
(404)  945-8381 


"MAXIMIZING  INDIVIDUAL 
POTENTIAI." 

•Community-based,  positive  learn- 
ing environment  for  difficult-to-place 
children,  adolescents  and  yoimg 
adults  witli  MR.  autism,  communica- 
tion disorders,  challenging  behav- 
iors, and  developmental  disabilities. 

•  12-mo.  day /residential  programs. 

•  10  miles  west  of  Boston. 

Contati:  Admissioas  Director 
The  Learning  Center 

411  Waverley  Oaks  Road 
Waltham,  MA  02154 
(617)  893-6000 


Camp  Huntington 


33rd  Year 


A  VERY  SPECIAL  CAMP  FOR 
SPECIAL  NEEDS  CAMPERS. 

A  co-ed  residential  camp  for  the: 

•  Learning  Disabled;  ADD. 

•  Neurologically  Impaired. 

•  Mild-Moderate  MR. 

Located  in  beautiful  High  Falls  in  the 
Catskill  Mts.  of  NY  state. 
2.  4.  8  wk.  .sessions.  Higlily  qualified 
staff.  33rd  year.  Free  brochure. 

Contact:  Bruria  K.  Falik.  Ph.D. 
Camp  Huntington 

56  Bruceville  Road 
High  Falls,  m'  12440 
(914)  687-7840 


SHEVET  ACHIM  in  conjunction  with 
YACHAD/NCSY  is  a  new  &  exciting 
summer  program  in  an  Israeli 
Kibbutz.  This  four  week  program  is 
designed  specifically  for  high  func- 
tioning Jewish  young  adults  with 
developmental  disabilities.  Located 
in  Kibbutz  Bin  Zurim.  central  Israel. 
Sabbath  and  Kosher  dietary  laws 
observ'ed. 

SHEVET  ACHIM 

63-67  108th  Street 

Forest  Hills.  New  York  11375 

(718)997-1111  New  York 

(213)  651-5122  Los  Angeles 

(312)  764-4019  Chicago  


RESPITE  SERVICES  pro\'ides  short 
term  residential  care  for  children, 
adolescents  and  adults  with  disabili- 
ties. Respite  Services  gi\  es  a  vs  eek- 
end  break,  vacation  or  help  in  times 
of  illness  or  other  crisis.  Summer 
camp  sessions  are  also  available. 
Family  style  care  and  welcome  in  a 
country  setting. 

Contact;  John  &  Pat  Ryan 
Respite  Services 

RRI  Box  458 
S.Gibson.  PA  18842 
(717)  756-2750 
(717)  756-2870  Fax 


Special  Force 
Family  Ministries 


A  PLACE  TO  CALL  HOME 

Special  Force  Family  Ministries  oper- 
ates superior  quality  residential 
programs  for  adults  with  mental 
retardation  in  private  homes  near 
Minneapolis,  MN  and  Springfield, 
MO.  Residents  become  members  of 
individual  families  vs  here  Christian 
values  are  a^Hrmed.  Community 
invohement.  Recreational  opportuni- 
ties. Affordable  rates.  Established 
1973.  Call  for  details. 

Contact; 

Special  Force  Family  Ministries 

P.O.  Box  47,  Waconia,  MN  55387 
(612)  442-4441 
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TENNESSEE 


SINCE  1960 


TALL  PINE  CAMP.  Co-ed  mountain 
camping  for  children  and  adults  with 
MR.  Programs  and  activities  based  on 
individual  abilities.  Prof,  staff,  full- 
time  nurses.  Self-care  &  social  skills 
emphasized.  Academics,  incl.  com- 
puter programming.  Recreational 
activities  including:  swimming,  crafts, 
boating,  equestrian  prog.,  etc.  2.  3.  6 
wk.  sessions  available. 

Contact:  Ron  &  Cammie  Kydt 
Tall  Pine  Camp 

114  Tall  Pine  Circle 

Tellico  Plains,  TN  37385 

( 6 1 5  )26 1  -2329/(6 1 5)  26 1  -2 1 .38 
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POINT  OF  VIEW 


Our  Civil  War  Over 
Residential  Care 


For  years,  I  had  been  aware  of  the 
efforts  of  some  parents  and  advocates 
to  close  all  institutions  for  people  with 
mental  retardation  by  moving  their 
residents  into  group  homes  in  the 
community.  While  waiting  at  the  hos- 
pital one  day  for  my  daughter,  Erin,  to 
come  out  of  major  surgery,  I  was 
struck  by  something  ver>'  odd  about 
this  movement. 

In  the  weeks  before  Erin's 
surgery,  my  wife  Valorie  and  I  had 
received  tremendous  support  from 
friends  and  acquaintances.  We  had 
been  forced  to  make  a  difficult  deci- 
sion. Without  a  spinal  operation,  Erin 
could  face  painful,  even  life-threaten- 
ing organ  damage  in  the  years  to 
come.  On  the  other  hand,  the  opera- 
tion itself  was  risky — there  was  a  20 
percent  chance  she  wouldn't  make  it 
through  surgery  and  recovery. 

After  much  consultation  and 
deliberation,  we  decided  to  go  ahead 
with  the  surgery.  No  one  que.stioned 
our  decision  or,  more  importantly, 
that  it  was  ours  to  make.  Everyone 
seemed  to  share  in  our  anxiety  as  the 
day  of  the  operation — coincident- 
ally,  Erin's  eighteenth  birthday — 
approached. 

Why,  I  wondered,  weren't  we  get- 
ting this  kind  of  support  from  the  dis- 
ability community  on  our  decision 
about  where  Erin  would  be  living  by 
the  end  of  the  year  if  she  survived  the 
surgery? 

Warring  camps 

Erin  has  cerebral  palsy.  She  can't 
walk,  she's  blind,  and  her  brain  has 
developed  only  to  the  level  of  a  one- 


by  Richard  Haddad 
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year-old.  She  wears  dia- 
pers and  needs  to  be 
fed,  bathed,  dress74ed 
and  groomed.  Valorie 
had  been  providing  her 
with  this  care  for  the 
la.st  18  years  and  need- 
ed relief.  It  was  time  for 
Erin  to  leave  home. 

As  I  learned,  we 
parents  of  children 
with  mental  retarda- 
tion are  divided  into 
warring  camps  on  the 
issue  of  residential 
care.  One  camp,  com- 
po.sed  mostly  of  peo- 
ple with  higher  func- 
tioning kids,  thinks  it 
is  most  important  that 
their  children  are 
included  in  all  a.spects 
of  family  and  commu- 
nity life.  They  promote 
placement  in  a  com- 
munity li\ing  arrange- 
ment (CIj\), 

The  objectives  of 
CIA  advocates  extend 
far  beyond  securing 
the  best  living  envi- 
ronment for  their  own  children.  Their 
nii.ssion  is  to  change  the  attitude  of 
society  as  a  whole,  so  that  their  chil- 
dren and  others  like  them  can  lead  as 
"normal"  a  life  as  possible.  In  their 
view,  in.stitutions  symbolize  unenlight- 
ened public  policy, 

I  remember  li.stening  silently  at 
one  organization  meeting  as  a  pro- 
community  parent  explained  the 
importance  of  including  our  children 
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Erin  Haddad,  eighteen  years  old. 


in  all  a.spects  of  family  life.  While  he 
talked,  all  I  could  think  about  was  the 
indigestion  we  had  experienced  when 
we  tried  bringing  Erin  with  us  to  a 
restaurant.  And  I'll  never  forget  my 
disbelief  on  hearing  an  officer  of  that 
group  speculate  seriously  with  me 
about  Erin's  vocational  potential, 
when  she  had  never  even  met  her. 

The  folks  in  the  other  camp,  usu- 
ally tho.se  with  the  lowest  functioning 
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children,  put  a  higher  value  on  the 
care  itself,  and  favor  centralized  care 
in  a  traditional  setting  such  as  a  state 
residential  center  (SRC).  Their  children 
are  those  with  severe  or  profound 
retardation,  often  accompanied  by 
complicated  medical  conditions  or 
physical  disabilities.  They  have 
little  or  no  concept  of  communi- 
ty, no  vocational  potential  and  no 
chance  of  living  anything  remote- 
ly resembling  a  "normal  Pfe." 

These  parents  feel  that  a 
comnuinity  residence  would  not 
provide  their  children  with  the 
necessary  level  of  care,  attention 
and  protection.  They  deeply 
re.sent  the  anti-institutional  bias 
of  the  pro-community  activists,  and 
lash  out  in  a  similar  fashion,  finding 
fault  wherever  they  can  with  group- 
home  living. 

One  official,  at  an  .SRC  parent 
a.s.sociation  meeting,  related  .stories  of 
people  in  group  homes  becoming 
injured  and  seriously  ill  due 
neglect.  In  a  later  conversation,  s 


Erin  Haddad  ( center)  surrounded  hy  (from 
and  brother  Jonathan. 

implied  that  abu.se  was  not  uncom- 
mon in  community  residences,  and 
advised  that  my  daughter  would  be 
much  safer  in  an  institutional  setting. 


left)  sister  Ashleigh,  mom  Valorie, 


al.so  failing  to  provide  needed  infor- 
mation and  support  to  parents  for 
whom  the  best  choice  is  not  obvious. 


to 
she 
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The  combatants  have  allowed 
ideology  to  bury  their  compassion- 
they  are  ignonng  the  shared 
understanding  that  comes  from 
common  experiences  of  raising 
children  with  disabilities. 


There  is  much  about  this  infight- 
ing that  should  bother  all  parents  and 
advocates.  The  combatants  have 
allowed  ideology  to  bury  their  com- 
pa.ssion— tliey  are  Ignonng  the  shared 
understanding  that  comes  from  com- 
mon experiences  of  raising  children 
with  di.sabilities.  They  have  stopped 
respecting  each  other.  But  they  are 
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An  unlikely  ally 

It  was  ironic.  We  did  not  find  the 
critical  help  and  .support  we  need- 
ed to  make  the  decision  about 
where  Erin  would  live  from  other 
parents  or  from  disability  advo- 
cates. Instead,  we  found  an  unlike- 
ly ally  in  our  search  for  answers— 
the  much-maligned  State  Develop- 
I  mental  Di.sabilities  Administration. 
Staff  of  the  Developmental 
Di.sabilities  Adniini.stration  arranged 
for  us  to  tour  residential  facilities  in 
different  areas  so  we  could  ':;'e  what 
was  available.  We  visitf.d  several 
group  homes  and  tou.i.'d  the  day 
activity  centers  nm  by  each.  We  al.so 
visited  an  SRC  to  .see  for  ourselves 
how  in.stitutional  care  compared  with 
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that  provided  in  the  community-based 
residences. 

What  we  saw  on  these  tours  sur- 
prised us.  We  found  the  SRC  to  be 
clean,  quiet  and  well-staffed  with 
courteous  people.  Many  of  the  resi- 
dents had  greater  medical  needs  than 
Erin.  All  appeared  to  be  receiving 
good  care. 

We  especially  liked  one  commu- 
nity facility  because  of  the  tenderness 
which  characterized  the  care  adminis- 
tered. We  toured  other  communtiy 
care  facilities,  however,  where  admin- 
istrators seemed  more  concerned  with 
the  progressiveness  of  their  programs 
than  the  quality  of  their  care.  And  we 
immediately  ruled  out  one  CLA  with  a 
large  day  activity  center  that  reminded 
us  of  a  factory. 

Respect  for  the  choices 
of  others 

After  careful  consideration,  Valorie 
and  I  decided  that  we  wanted  Erin  to 
live  in  the  group  home  with  the  care- 
takers whose  tenderness  had  so 
impressed  us.  We  know  that  it  won't 


matter  to  Erin  where  she  gets  that 
care;  but  as  long  as  she  remains  rela- 
tively healthy,  her  family  is  more  com- 
fortable with  her  living  in  an  environ- 
ment like  the  one  in  which  she  grew 
up.  In  the  end,  it  was  that  simple. 

Meanwhile,  we  are  glad  for  hav- 
ing learned  about  the  quality  of  our 
state's  institutional  .system.  We  will 
always  be  grateful  for  the  profession- 
alism of  the  state  personnel  who 
made  sure  we  had  enough  informa- 
tion to  make  our  decision,  then  .stood 
back  and  let  us  decide. 

I  don't  know  how  it  was  that  we 
parents  and  advocates  let  our  com- 
mon concern  for  the  well-being  of  our 
children  turn  into  a  civil  war  on  this 
issue.  For  the  sake  of  our  children, 
however,  we  need  to  become  a  unit- 
ed community  again.  For  the  sake  of 
good  public  policy,  wc  need  to  recog- 
nize that  there  are  important  differ- 
ences among  our  children  which  may 
require  a  different  type  and  level  ot 
care.  Above  all,  we  need  to  grant 
other  parents  proper  motives  and 
good  reasons  for  making  the  choices 


Camp  Loyaltowti  provides  a  safe, 
ain-filled,  enthusiastic  &  stimulating 
summer  recreational  vacation  for 
mildly  &  moderately  developmental- 
ly  disabled  children  and  young 
adults.  Nestled  in  the  Catskill  Mts.  at 
Hunter,  NY,  we  offer  classes  in 
music,  dance,  drama,  ceramics, 
wood  working,  .sewing,  cooking, 
.swimming,  athletics  and  team  sports, 
recreation,  crafts  and  nature. 

Contact:  Paul  Cuilen 
Camp  Loyaltown  AHRC 
189  Wheatley  Rd. 
Brookville,  NY  11 '545 
(51 6)  626-1007  x444 


they  do.  The  burden  we  bear  is  heavy 
enough  without  the  weight  of  judg- 
ments of  others.  ■ 

tjfbttr  cbitdfi^i 
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LEE  MAR 

SUMMER 
CAMP 
AND  SCHOOL 


SERVING  MILDLY  RETARDED  & 
DEVELOPMENTALLY  DELAYED 

42nd  year  of  camp  leadership  in 
beautiful  Poconoc.  Co-ed  5-18- 
Balanced  program  geared  to  individ- 
ual needs  of  campers.  Academics, 
speech  &  language  therapy,  social, 
motor  &  perceptual  training,  plus 
innovative  recreational  &  athletic 
activities.  For  free  brochure: 

Contact:  Lee  Morone 
Camp  Lee  Mar,  360  E.  72nd  St. 
Suite  A-711,  New  York,  NY  10021 
\  800-8-LF.EMAR 


TMI  IIARMNC  CINIC.  »K 


THE  LEARNING  CLINIC 

Country  School  and  Residence 
enrolling  children  of  all  ages  in  a 
year-round  program  of  specialized 
treatment  for  attention  deficit  and 
learning  disability. 

•  small,  selective  and  personal 

•  niral  setting,  pa.stures  and  animals 

•  tutorials  in  all  sulijects 

•  young  apprentice  program 

•  wilderness  trips 

The  Learning  Clinic,  Inc. 

P.O.  Box  324 
Hrcxikiyn,  CI'  06234 
(203)928-5274 
(203)  774-7471 


ERIC 


—3 


REAT.  CAMPING  FOR  THE 
MENT/OXY  HANDICAPPED. 

Activities  carefully  supeivi.sed-swim- 
ming,  Ixjating,  riding,  crafts.  These 
are  ju.st  some  of  the  activities 
campers  will  enjoy.  Founded  in  1948 
in  the  mountains  of  North  Carolina. 

Contact:  Dan  Nt)rman  or  Betty  Sharp 
Camp  Sky  Ranch 

Rte.  1,  Box  'i40 

Blowing  Rock,  NC  28605 

(704  )  264-8()0() 
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CriARLES  C  THOMAS  •  PUBLISHER 


□  Holley,  Shelby-A  PRACTICAL  PARENT'S  HAND- 
BOOK ON  TEACHING  CHILDREN  WITH  LEARN- 
ING DISABILITIES.  '94,  276  pp.,  13  il.,  1  table. 

The  purpose  of  this  handbook  is  to  help  children 
who  learn  differently  and  who  have  been  failing  or 
underachieving  in  school.  It  does  this  by  giving 
enough  information  for  an  adult  with  no  previous 
teaching  experience  to  design  and  implement  an 
effe;tive  remedial  program.  Most  parents  feel  guilty 
when  their  children  do  not  do  well  in  school,  and 
the  first  section  is  designed  to  help  parents  make 
realistic  changes  in  the  physical  and  emotional 
environment  at  home  and  at  school.  The  second 
section  gives  simple  objective  tests  that  show  what 
a  child  knows  and  what  he  needs  to  learn.  It 
evaluates  the  maturity  of  skills  in  memory,  visual- 
perception  and  auditory-perception,  as  well  as  skills 
in  reading,  spelling,  phonics,  and  math.  The  final 
section  shows  how  to  use  test  findings  to  deter- 
mine which  subjects  should  be  taught  and  specific 
techniques  for  teaching  them.  The  concept  that 
children  learn  better  when  they  feel  successful  is 
emphasized.  No  special  knowledge  on  the  part  of 
the  reader  is  needed  to  understand  and  use  this 
information. 

□  Camerer,  M.  C.  Gore-A  PARENT'S  GUIDE  TO 
COPING  WITH  ADOLESCENT  FRIENDSHIPS:  The 
Three  Muslwteer  Phenomenon.  '94.  186  pp.  (7  x 
10),  1  il. 

□  Anderson,  Frances  E. -ART-CENTERED  EDUCA- 
TION AND  THERAPY  FOR  CHILDREN  WITH  DIS- 
ABILITIES. '94,  314  pp.  {bV*  X  9y*).  100  il.,  14 
tables. 

□  Humphrey,  james  H.- SPORTS  FOR  CHILDREN:  A 
Guide  for  Adults.  '94,  218  pp.  (7  x  10),  5  il.,  $34.75 

□  Kass.  Corrine  E.  &  Cleborne  D.  Maddux-A  HUMAN 
DEVELOPMENT  VIEW  OF  LEARNING  DISABILI- 
TIES: From  Theory  to  Practice.  '93.  222  pp.  (7  x 
10),  3  il.,  $45.75. 

□  Jones,  Carroll  J. -ENHANCING  SELF-CONCEPTS 
AND  ACHIEVEMENT  OF  MILDLY  HANDICAPPED 
STUDENTS:  Learning  Disabled,  Mildly  Mentally 
Retarded,  and  Behavior  Dicordered.  '92,  294  pp. 
(7  X  10),  7  tables,  $50.50. 

□  Cioani,  Ennio-A  GUIDE  TO  DEVELOPING 
LANGUAGE  COMPETENCE  IN  PRESCHOOL  CHIL- 
DREN WITH  SEVERE  AND  MODERATE  HANDI- 
CAPS. '91,  268  pp.  (7  X  10),  6  il.,  22  tables, 
$52.75. 

□  Rose,  Harriet  Wallace-SOMnHINC'S  WRONG 
WITH  MY  CHILD!  A  Straightforward  PrCsenUtion 
to  Help  Professionals  and  Parents  to  Better  Unde^ 
stand  Themselves  in  Dealing  With  the  Emotionally- 
Charged  Subject  of  Disabled  Children.  '87, 210  pp. 
(7  X  10),  $35.75. 

□  Oppenheim,  Rosalind  C.-EFFECTIVE  TEACHING 
METHODS  FOR  AUTISTIC  CHILDREN.  <2nd  Ptg.) 

'77, 124  pp.,  $26.00. 


□  Giordano,  Gerald -DIAGNOSTIC  AND  REMEDIAL 
MATHEMATICS  IN  SPECIAL  EDUCATION.  '93,  320 
pp.  (7  X  10).  85  il..  26  tables,  $58.75. 

This  book  focuses  on  children  who  are  failing  to 
learn  mathematics  and  typical  classroom  programs, 
using  routine  instruction  and  routine  materials. 
Even  children  with  disabilities  who  have  been 
mainstreamed  into  regular  education  classrooms 
can  be  most  successful  if  their  teachers  are  sensi- 
tive to  subtle  variations  in  their  learning.  This 
book  differentiates  the  social,  emotional,  cognitive, 
and  academic  factors  that  contribute  to  learning 
remedial  mathematics.  The  text  highlights  mul- 
tiple opportunities  for  evaluating  mathematical 
skills  formally  and  informally,  as  well  as  proce- 
dures for  strengthening  academic  evaluatiori.  While 
diagnosis  is  discussed  extensively,  the  clear  empha- 
sis is  on  corrective  strategies  that  illustrate  a 
problem-solving  approach  to  learning.  Special  edu- 
cation teachers  enrolled  in  a  methods  course  that 
focuses  on  mathematics  instruction  will  not  want 
to  be  without  this  book.  In-service  teachers  will  be 
drawn  to  it  as  a  professional  development  resource. 

□  Plumridge,  Diane  M.,  Robin  Bennett,  Nuhad  Dinno 
&  Cynthia  Branson-THE  STUDENT  WITH  A  GE- 
NETIC DISORDER:  Educational  Implications  for 
Special  Education  Teachers  and  for  Physical  Thera- 
pists, Occupational  Therapists,  and  Speech  Path- 
ologists. '93,  382  pp.  (7  X  10),  32  il.,  8  tables, 
$73.75. 

□  lones,  Carroll  J. -CASE  STUDIES  OF  EXCEPTIONAL 
STUDENTS:  Handicapped  and  Gifted.  '93,  272  pp. 
(7  X  10),  $51.75. 

□  Anderson,  Frances  E.-ART  FOR  ALL  THE  CHIL- 
DREN: Approaches  to  Art  Therapy  for  Children 
with  Disabilities,  2nd  Ed.  '92,  398  pp.  (bV*  x  9V*). 
113  il.,  19  tables,  $59.75. 

□  Durin,  Elva-VOCATIONAL  TRAINING  AND  EM- 
PLOYMENT OF  THE  MODERATEIY  AND  SEVERELY 
HANDICAPPED  AND  AUTISTIC  ADOLESCENT 
WITH  PARTICULAR  EMPHASIS  TO  BILINGUAL 
SPECIAL  EDUCATION.  '92, 182  pp.  (7  x  10),  21  il., 
$37.75. 

□  Jones,  Carroll  J. -SOCIAL  AND  EMOTIONAL 
DEVELOPMENT  OF  EXCEPTIONAL  STUDENTS: 
Handicapped  and  Gifted.  '92,  218  pp.  (7  x  10), 
$37.75. 

□  Fadely,  Jack  L.  &  Virginia  N.  Hosler-ATTENTIONAL 
DEFICIT  DISORDER  iS  CHILDREN  AND  ADOLES- 
CENTS. '92,  292  pp.  (7  X  10),  $49.75. 

□  Jones,  Carroll  J. -CASE  STUDIES  OF  MILDLY 
HANDICAPPED  STUDENTS:  Learning  Disabled, 
Mildly  Mentally  Retarded,  and  Behavior  Disordered. 

'92,  236  pp.  (7  X  10),  $47.75. 

□  Duran,  Elva-TEACHING  THE  MODERATEIY  AND 
SEVERELY  HANDICAPPED  STUDENT  AND  AUTISTIC 
ADOLESCENT:  With  Particular  Attention  to  Bilin- 
gual Special  Education.  '88,  250  pp.  (7  x  10),  5  il., 
3  tables,  $45.50. 


Write,  call  (for  Visa  or  MasterCard)  1-800-258-8980  or  1-217-789-8980  or  FAX  (217}  789-9130 
Books  sent  on  approval  •  Complete  catalog  sent  on  request  •  Prices  subject  to  change  without  notice 
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lARENT 
Library 

You  can  order 
any  of  tiie 
books  listed  here 
with  the  coupon 
below  or  by  calling 
(800)  535-1910 


ATTE^NTION  JEFICIT  DISORDER 


Attention  Deficit 
HyPEBAcnvrrf 

Disorder:  What  Every 
Parent  Wants  to  Know 

D.  WoDRICH 

Prepares  parents  for  at  home 
and  at  school,  empowers  and 
reaffirms  parents  of  their  role. 
PB070A0  $19.95 


AUTISM 


Reaching  the 
AimsTic  Child 

Mabtin  Kozloff 
Focuses  on  a  parent  training 
program  that  shows  how  to 
improve  the  environment  of 
the  autistic  child. 

$14.95 


Children  with 

DlSABILmES:  A  Medical 
Primer 

M.  Batshaw 

For  parents  and  professionals. 
Over  200  detailed  illustra- 
tions, an  extensive  glossary, 
and  section  on  syndromes. 
PB0710D  $29.00 


Deciphering  the 
System: /I  Guiac/or 

Famines  of  Young  Chiidren 
with  Disabilities 
Paula  J.  Beckman 
Informs  parents  of  children 
(0-5)  of  their  rights. 
BL0580D  $2L9S 


.  1  i  MAI  i;.-..  ■ 

A\i)I'K'(  riK- 


Disabled,  Female,  and 
Proud!  stories  of  Ten 
Women  with  DiatMlities 

Hakilyn  Rousso 
Offers  young  women  with  dis- 
abilities empowering  role 
models. 

6W003EP  $12.95 


'^^Exceptional 
Pabent  1994  Resource 

Guide:  Directories  of 
National  Organizations, 
Associations,  Products 
A  Services. 

A  valuable  reference  tool  for 
parents  and  professionals. 
EP0550R  $20.45 


LIVING 


Living  in  a  State 

OF  Stuck  HowAdapOee 
Technologies  Affect  (A« 
lives  of  People  with 
Disabilities 

MASCIA  J.  SCHERER 

B10640D  $32.95 


Making 
Changes 


Making  Changes: 

Family  Voices  on  living 
uMi  Disabilities 

Jan  a.  Spiegle 
Shares  self-reports  and 
visions  on  how  families  and 
professionals  make  changes. 
BL0610D  $19.95 


Moose:  a  very  Special 
Person 

W.  Scott  MacDonald 
Moose  teaches  us  that  each  of 
us  is  different  and  that  we 
have  our  own  unique  capacity 
for  loving,  sharing,  enjoying 
and  learning. 

$10.95 


Perspectives  on  a 
Parent  Movement: 

The  Revolt  of  Parents  of 
Children  with  Intellectual 
Limitations 

Rosemary  Dybwad 
Captures  the  author's  truly 
innovative  wisdom  and  pio- 
neering work. 

BL0590D  $17.95 


DISABILITY,  GENERAL 


.Euilding  .. 
-JkJIcaling„. 

falllPl'sHp 

t  tiiiUHrt  mum 


Brothers  and  Sisters 

ASpedalPartof 
Exceptional  Families 

Thomas  H.  Pewell 
Includes  30  parental  strate- 
gies and  20  sibling  strategies 
suggested  by  a  panel  of 
siblings. 

P80720D  $23.00 


BUHiDING  THE  HEALING 

Partnership:  Parents, 

Professionals  A  Children 

with  Chronic  lUnesses  and 

Disabitttie* 

Patricia  T.LErF 

BL0570D        doth:  $34.95 


iTisirr 
FAIR! 


The  Illustrated 
Directory  of  DisABiLm 
Products 

Monte  Mace 

Shows  hundreds  of  products 
along  with  names,  addresses 
and  phone  numbers  so  con- 
sumers can  get  more 
information. 

TP0260D  $12.95 


It  Isnt  Fair! 

Siblings  of  Children  with 
DisablUties 

Edited  by  S.D.  Ki.ein 
&  m.j.  schi-eifer 
Features  chapters  by  parents, 
siblings  and  professionals 

EPOOIEP  $14.95 


Physiclvns'  Guide  to 
Rare  Diseases 

EDrTEDBYj.G.THOENE 

Over  1,000  pgs.  Contains 
information  on  approximately 
700  disorders. 

DP0210D  $75iO 


Planning  for 
THE  Future: 

Providing  a  Meaningful  Life 
for  a  Child  with  a  DlsabiUty 
after  Your  Death 

Mark  Russell 

M>024OD  $24.95 


Thhu)  Pabty  Ejlung 
FOB  Special  Education: 

Pmaeea  or  Mirage? 

Joy  J.  Rogers 

The  use  of  third  party  billing 
to  cope  with  escalating  spe- 
cial education  costs,  especial- 
ly those  not  directly 
educational. 

BL0660D  $27.95 


Working  Together: 

Workplace  CuUure, 
Supported  Employment  and 
Persons  with  DtsabOUies 

David  Hagner 
Assistir^g  individuals  to 
achieve  meaningful  careers. 
BL0600D  $24.95 


ISABILITY,  PHYSICAL 
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Whtn  Your  ChIM 
It  SMlouily  ln)ur*d 

Ih*  InMlOMl  bnpMI  on  f  •mlllfi 


fesd 


When  Your  Child  Goes 
TO  School  After  an 
Injury 

Marilyn  Lash 

Issues  parents  need  to  con- 
front about  their  child's 
future  schooling,  health  care 
and  social  needs. 
EP006ML  $5.00 


When  Youe  Child  is 
Seriously  Injured: 

'fhe  Emotional  Impact  on 
Families 

Marilw  Lash 

Topics  include  preparing  for 
hospital  visits,  reaction  to 
loss,  helping  siblings,  and 
coping. 

EP005ML  $2.00 


Coping  with  Cerebral 

VuSf:  Answers  to  Ques- 
tions Parents  Often  Ask 

Jay  Schliechkom 
ProWdes  answers  to  more 
than  300  questions  that  have 
been  carefully  researched. 
PE037PD  $24.00 


No  Time  for  Jello 

One  Family's  E:q>ertence 
with  the  Doman-Delacato 
Patterning  Program. 

Berneen  Bratt 
One  family's  experience  with 
patterning  for  a  child  with 
Cerebral  Palsy. 

B1062CP/  $17.95 


Taking  Charge: 

Teenagers  Talk  About  Life 
&  Physical  MuMUties 

Edited  by  KH.  Krieosman 
Explore  the  wide  range  of 
issues  that  teenagers  wth 
physical  disabilities  face  as 
they  approach  adulthood. 
WB013PD  $14.95 


Injured 
Mind, 
Shattered 
Dreattis 


ERIC  March 


Grtiutflnrlli' 
IDithtlfliiifL 


MENTAL  RETARDATION 


Communication  Skills 
in  Children  with  Down 
Syndrome 

AGuideforParenU 

LibbyKumin 

Parents  learn  how  communi- 
cation skills  progress  from 
infancy  through  the  early 
teenage  years. 

WB031D$  $14.95 


Count  Us  In 

Groining  Up  with  Down 
Syndrome 

J.  KiNGSLEY  &  M.  LEVTR 

The  authors  share  their  inner- 
most thoughts,  feelings,  hopes 
and  dreams,  their  lifelong 
friendship. 

HB0730S  $9.95 


Death  and  Dying: 

A  Guide  to  Serving  Adults 
with  Mental  Retardation 

M.  Hoftm 

Explores  psychological, 
medical,  spiritual  and  legal 
matters. 

GW004EP  $7.95 


Down  Syndrome: 

i4A  Introduction 

Cliff  Cunningham 
A  comprehensive  and  well 
organized  work  for  parents  of 
babies  and  children,  .\nswers 
to  countless  questions. ' 
BL068DS  $1195 


Ethical  Dilemmas 

in  CABEGIVING:  a  Guide 
for  Stqff  Serving  Adults 
with  Mental  Retardation 

M.  HowEa 

Examines  cases  where  there 
are  clear-cut  dilemmas  about 
the  "best"  course  of  action. 
GW069MR  $8.95 


Serving  the 
Undebserved: 

A  Handbook  for  Caregivers 

Edited  by  D.  Gavin 
All  the  areas  of  experience 
affecting  the  lives  of  adults 
who  are  mentally  retarded 
and  old. 

GWOUMR  $29.95 


INJURY 


iNJimED  Mind, 
Shattesed  Dreams: 

Brian's  Survival flvm  a 
Severe  Head  Injury 

Janet  Miller  Rife 
Recovery  and  victory  a  family 
can  achieve  through  caring. 
1106700  $17.95 


Mail  to:  Exceptional  Parent,  Dept.  EP9403,  RO.  Box  8045,  Brick,  N.J.  08723 
OrcaU(800)  535-1910 
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CHILDRENS'  PAGE 


7  /earS  <3 


Seven-year-old  Jamie  and 
Andrea  Freedman  live  in  Randallstown,  MD  with  their 
parents,  Mona  and  Jay  Freedman.  Andrea  has  language 
and  learning  disabilities.  Both  girls  attend  Randallstown 
Elementary  School  where  Jamie  is  in  second  grade,  and 
Andrea  is  in  first  grade.  Mona,  coordinator  of  the  Family 
Support  Network  within  Maryland's  Infants  and  Toddlers 
Part  H  Program,  wrote  about  her  experiences  with  early 
intervention  in  "Perspectives  on  Early  Intervention" 
(February  1994). 
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Confidence, 
Independence, 

The  Crotched  Mountain  Rehabilitation 
Center  and  Preparatory  School  offers 
innovative  academic,  therapeutic, 
residential,  and  medical  services  designed 
to  maximize  the  educational  potential  of 
physically  and  developmentally  challenged 
children  and  young  adults  with: 

•  Head  Injury 

•  Cerebral  Palsy 

•  Spina  Bifida 

•  Autism 

•  Down's  Syndrome 

•  Developmental,  Behavioral,  Emotional 
and  Neurological  Disorders 

•  Fetal  Substance  Exposure 

The  CMRC  program  includes: 

•  Fully  Accredited  Preparatory  School 
Curriculum 

•  Modern  Residential  Group  Homes 

•  Licensed  Skilled  Nursing  Facility 

•  Accessible,  State-of-the-Art  Library 

•  Total  Communications  Center 

•  Fully  Adaptive  and  Accessible 
Sports  Facility 

•  Comprehensive  Transition  Services 

For  more  information  on  these 
services  or  those  of  our  subsidiaries, 
please  contact  our  Admissions 
Officer,  Debra  Flanders  at 
(603)  547-3311,  ext.  235. 

CROTCHED  MOUNTAIN 


A  subsidiary  of  the  Crotched  Mountain  Foundation 
1  Vp,rnk  Drive.  Grkrnfiku),  NH  03047.  (603)  'i47-331 1 
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WHAT'S  HAPPENING 


Gone  Fishin' 

Fishing  Has  No  Boundaries  is  a  non- 
profit organization  which  promotes 
access  to  the  outdoors  for  individuals 
with  disabilities  through  annual  fish- 
ing events.  The  organization  also 
works  with  various  governmental 
agencies  to  enhance  accessibility  to 
lakes  and  rivers. 

Event  participants  are  welcomed 
regardless  of  age,  sex  or  disability.  By 
working  with  vf-/air>teers  at  the  events, 
participants  build  confidence  and  find 
that  there  are  many  ways  to  experi- 
ence the  great  outcioors.  Events  offer 
a  unique  experience  to  individuals 
who  otherwise  may  not  have  such  an 
opportunity. 

The  next  event  is  scheduled  for 
May  20-22,  1994  in  Hayward,  VT. 
June  events  will  be  held  in  Eagle 
River,  WI,  Thermopolis,  WY,  Pierre, 
SD,  and  Bemidji,  MN. 


New  Support 
Groups 

•  A  new  support  group  is  being 
formed  for  those  interested  in 
Stickler  Syndrome.  Contact  Jennifer 
Purvis,  2123  Royal  Oaks,  Dallas,  TX 
75253,  (214)  286-5638. 

•  A  support  group  has  been  formed  for 
parents  of  children  with  Chromo- 
some 6  disorders.  For  more  informa- 
tion contact  Spotlight  6,  c/o  Valerie 
Wiggins,  2617  Red  Toad  Road,  Rising 
Sun,  MD  21911. 

•  Cockayne  Syndrome  (CS),  also 
known  as  Cachetic  dwarfism,  is 
characterized  by  failure  to  thrive, 
photosensitivity,  retinopathy  and/or 
cataracts,  hearing  loss  and  micro- 
cephaly. Facial  characteristics 
include  a  pinched  face,  projecting 
jaw,  malformed  ears,  beaked  nose 
and  sunken  eyes.  Not  all  children 
with  CS  have  every  trait.  For  more 
information,  contact  Share  &  Care, 
c/o  Teresa  Wall,  P.O.  Box  552, 
Stanleytown,  VA  24168,  (703)  629- 
2369  or  (800)  484-7601  security 
code  2468. 


For  more  information,  contact 
Fishing  Has  No  Boundaries,  P.O.  Box 
175,  Hayward,  WI  54843,  (800)  243- 
3462  or  (715)  634-3185. 


Publications 

•  Hope  Through  Research:  Cerebral 
Palsy  is  a  new  brochure  published  by 
the  National  Institute  of  Neurological 
Disorders  and  Stroke  (NINDS).  Free 
copies  can  be  obtained  by  contacting 
NINDS  at  9000  Rockville  Pike,  Bldg 
31,  Room  8A-16,  Bethesda,  MD 
20892,  (800)  352-9424. 

•  Parent  Support  Networks,  A 
Workbook  for  Creating  Successful 
Community  Support  Groups  pro- 
vides information  on  starting  and 
running  successful  support  groups. 
The  workbook  may  be  obtained  at 
no  charge  from  the  Maine  Parent 
Federation,  P.O.  Box  2067,  Augusta, 
ME  04338-2067,  (207)  582-2504. 

•  Resources  the  Disabled  Can  Use  to 
Acquire  and  Fund  Computers  is  a 
free  publication  that  includes 
sources  for  grants,  programs,  ser- 
vices and  technology-related  assis- 
tance. For  a  copy,  send  a  long,  self- 
addressed,  stamped  envelope  to 
"Free  Computer  Report,"  Twin 
Peaks  Press,  P.O.  Box  129, 
Vancouver,  WA  98666. 


Senate 
Adopts  Dole 
Amendment  to 
GOALS  2000  Bill 

The  Senate  has  adopted  Senator 
Robert  Dole's  (R-Kansas)  amendment 
to  the  GOALS  2000:  Education 
America  Act  Bill.  Dole's  amendment 
calls  for  a  study  of  how  well  children 
with  disabilities  are  served  by  the  bill. 

The  GOALS  2000  Bill  provides 
states  and  localities  with  technical  and 
financial  support  for  education  reform 
initiatives.  The  bill  authorizes  $400 
million  in  federal  grants  to  promote 
improved  teacher  training,  increase 
parental  involvement,  and  use  federal 
funds  flexibly. 

In  a  statement  made  following 
Senate  acceptance  of  his  amendment. 
Senator  Dole  stated,  "I  am  concerned 
that  students  with  disabilities  will  miss 
the  bus  when  it  comes  to  school 
reform.  Although  I  do  not  intend  or 
expect  this  study  to  rewrite  GOALS 
2000,  we  must  be  sure  that  goals, 
standards  and  assessments  work  for 
students  with  disabilities,  not  against 
them  by  promoting  their  exclusion. 

"I  know  that  the  bill  contains  many 
references  to  students  with  disabilities, 
and  I  commend  the  Committee  on 
Labor  and  Human  Resources  for  its 
strong  report  language  in  this  regard, 
But  neither  bill  or  report  language  can 
make  up  in  one  fell  swoop  for  a 
decade  of  neglect." 


Inclusion 
Awards 

Each  September,  we  honor  education 
programs  via  our  Annual  Inclusion 
Awards.  Now  is  the  time  to  nominate 
programs  that  provide  fine  educational 
and  social  opportunities  for  children 
with  disabilities,  help  peers  welcome 
children  with  disabilities  and  invite 
active  parent  participation.  Please 
mail  your  nominations  (500  words  or 
less,  plus  pictures  whenever  possible) 
to:  Inclusion  Awards,  Exceptional 
Parent,  209  Harvard  St.,  Suite  303, 
Brookline,  MA  02146. 
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HALF  A 

UFTIS 

STILL 


WHOLE. 


With  maximum  passenger  seat 
maneuverability,  a  new  easy 
off/on  ground  hugging  plat- 
form, plus  reliable  all-electric 
operation. 

The  Crow  River  Industries  VAN- 
GATERf^' fold-in-half  lift  is  a  timeless 
classic.  When  folded  it  offers  half  a 
doorway  of  usable  space  for  easy 
loading/unloading,  more  usable  in- 
terior space,  a  clearer  side  view,  and 
allows  the  front  passenger  seat  to  be 
almost  fully  reclined  for  maximum 
comfort.  But  we  can't  seem  to  stop 
trying  to  improve  on  perfection. 

All-electric  reliability. 

The  enclosed  non-hydraulic,  all- 
el  ctric  operating  mechanism  is 
cleaner  and  quieter  than  hydraulic 
lifts,  especially  in  extreme  tempera- 
tures. (There's  also  no  leakage  or 
unpleasant  odor.)  And  our  new 
auxiliary  electric  override  provides 
emergency  electrical  lift  power — not 
to  mention  peace  of  mind — when 
you  need  it  most. 

A  flatter  platform. 

We've  made  getting  on  and  off  the 
VANG ATER^"  easier  than  ever  with  a 
new  flatter  platform  that  sacrifices 
nothing  in  ruggedness  and  reliability. 
And  you'll  find  the  improved  side 
entry  option  and  exit  access  great  in 
tight  parking  situations! 

RAPID  RESPONSE  LINE: 

For  more  information  and  the  name 
of  yourclosest  dealer  call  today: 
1-800-488-7688 


Circle  #14 


CROWnVER 

IndultriM  Incorportttd 

14800  28th  Avenue  North 
Minneapolis,  MN  55447  (U.S.A.) 
(In  Minnesota,  612-559-1680) 
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It's.. .The  Carrie  Rover  from  Tumble  Forms  —offering 
everything  you  want  in  a  seat  and  stroiler 


Now  your  special  needs  child  can  easily  roll 
from  one  activity  to  another.  The  Carrie 
Rover  can  take  your  child  from  the  home  to 
the  car.  to  strolling  on  outdoor  terrain. 

Your  child  will  have  freedom  and  mobility  without 
sacrificing  therapeutic  support.  The  anti-thrust 
seat  stabilizes  the  pelvis  while  the  seat  back  artic- 
ulates 20°  to  accommodate  abnormal  trunk  tone. 
The  Carrie  Seat  removes  for  use  as  a  positioning 
chair  and  the  streamlined  roller  base  folds  small 
enough  to  fit  easily  into  the  trunk  of  your  car. 


Lightweight  and  versatile.  Carrie  Rover  comes  in 
four  sizes,  pre-school.  elementary,  junior  and 
small  adult. 

The  Carrie  Seat  has  been  dynamically  crash- 
tested  for  use  in  the  car.  It  complies  with  F.M. 
V.S.S.  213.  Carrie  Rover  has  been  dynamically 
crash-tested  for  use  on  school  buses  with 
standard  forward  facing  tie  down  systems. 

Carrie  Rover  goes  anywhere  your  child  wants 
to. ..indoors  or  outdoors. 


The  Carrie  Rover— only  from  Tumble  Forms.  For  more  Information  call  1-800-631-7277 
or  write  to  J.A.  Preston,  P.O.  Box  89,  Jackson,  Ml  49204-0089. 

fumble  Forms 


by 


2o0 


Preston. 


Circle  #7 


One  number  is  making 
long  distance  relay  calls  easy 
from  anywhere  in  America. 


AI&T  Long  Distance 
Relay  Service 

\\>u  ilon  l  nccil  ilil'lt  icnt  HDO  numbers  lor 

injj  tlisUmiv  ii  l:iy  from  tlitlcrfnl 
st,ilc>  :iny  loiint  r.  All  you  ncctl  is  A  I'iS:'!' 
\.onn  l)iM:iiuv  Kolay  Scn  it  c.  With  oik- 
nmnlxT  lor  all  your  lonj;  distance  i.ilN: 

1  800  855-2880  (TT/TTY) 
1  800  855-2881  (Voice) 
1  800  855-2882  (ASCII) 
1 800  855-2883  (Telebraille) 

( )iu'  tuiiiilK-r  Iroin  ain  win-'ri.'  in  tlio 
I  'nitctl  States.  Oik-  nuinlx-r  to  cver%\\  lKTe 
\(ni  lall  lonj;  tlistaniv  on  relay.  .VTiS:'!" 
relci-oiiinuinu  auons  Relay  SeiMies  anti 
<  )pcnitor  .sen  il  es  lor  the  Deal.  U  c  Vc 
dciludli'tl  Id  niciL'uiii  \<iiii  phone  t.(ills  easy 


AT&T 
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COVER: 

Four-year-old  Peter  Bmoks 
enjoys  a  ride  on  the  merry- 
go-round.  His  parents'  story 
about  the  family's  vacation 
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After  this  hard  winter,  we  are  all  looking  forward  to  summer  fun.  Two  articles, 
"All  in  the  Family"  by  Kate  Divine  McAnaney  and  "An  Exceptional  Visit  tc 
i  Disney"  by  David  and  Susan  Brooks  recount  the  vacation  experiences  of  two 
families.  Our  directory  of  "Travel  Resources"  also  can  help  families  make  plans. 

Many  parents  will  find  valuable  ideas  for  coping  with  homework  in  "Listening  to 
Learn"  by  Elizabeth  C.  Mayer.  Mayer's  stoiy  is  a  wonderful  example  of  the  creativity  | 
of  pai'ents  in  finding  ways  to  help  children  learn. 

Devoted  readers  tell  us  that  they  appreciate,  and  identify  with 
articles  written  by  other  parents  of  children  witli  disabilities.  At  the 
same  time,  many  have  commented  on  the  underlying  sadness  of 
many  of  these  stories.  "Sense  of  Humor  Required,"  by  Lynn  Kimball 
Fay,  is  a  stoiy  that  will  remind  us  of  some  of  the  lighter  moments  of 
our  eveiyday  life  with  children.  We  hope  this  article  will  encourage 
other  readers  to  share  humorous  moments  with  us. 

The  debate  on  health  caie  reform  continues.  We  join  with  the 
National  Parent  Network  on  Disabilities  (see  Networking)  in  urging 
readers  to  continue  to  write  to  our  leaders  in  Washington. 

Role  Models 

We  have  received  many  favorable  comments  about  our  new  regular  department, 
"Role  Models."  This  month,  we  feature  Jason  Kingsley  and  Mitchell  Levitz,  authors  of 
Count  Us  In:  Grotving  Up  with  Down  Syndrome.  We  caught  up  with  Jason  and 
Mitchell  at  a  Boston  television  station  where  they  had  just  completed  another  inter- 
view as  part  of  their  book  tour.  These  young  men  speak  with  authority  for  themselves 
and  for  people  with  disabilities  as  they  challenge  stereotypes  and  misconceptions 
about  people  with  Dovm  syndrome — some  of  ours  were  challenged  by  this  interview. 

Inclusion 

Although  inclusion  is  appealing  as  an  educational  concept,  its  actual  achievements 
have  been  the  focus  of  considerable  media  attention  and  debate.  I  invited  Edwin  Mar- 
tin, a  long-time  member  of  our  Editorial  Advisory  Board,  to  write  a  guest  editorial  on 
this  topic.  Eminently  qualified  to  speak  out  on  this  important  issue.  Dr.  Martin  served 
from  1966  until  1981 — under  four  Presidents — as  the  leading  government  advocate 
and  spokesperson  for  children  with  disabilities  and  their  families. 

New  Products  Page 

Begiiming  with  this  issue.  Exceptional  Pa-rent  will  include  a  monthly  "New  Prod- 
ucts" department  prepared  by  ABLEDATA,  a  respected,  independent  organization.  Our 
goal  is  to  present  a  wide  range  of  innovative  products  for  children  with  disabilities. 

Welcome,  Aisle  17! 

Since  198^,  when  Apple  Computer  established  its  Worldwide  Disabilities  Solutions 
Group  under  the  direction  of  Alan  J.  Brightman,  Ph.D.,  .^ple  has  been  a  leader  in  tech- 
nology accessibility  for  children  and  adults  with  disabilities.  In  1987,  Apple  collabo- 
rated with  the  Disabled  Children's  Computer  Group  of  Berkeley,  California  to  create 
the  Foundation  for  Technology  Access  (FTA)  and  establish  the  Alliance  for  Technol- 
ogy Access  (ATA),  a  nationwide  network  of  community-based  assistive  technology 
resource  centers  (see  "ATA  Directory,"  January  1994).  Now,  with  input  from  children 
and  adults  with  disabilities,  parents  and  professionals,  Apple  has  created  "Aisle  17,"  a 
mail-order  disability  solutions  store  dedicated  to  computing  without  boimdaries.  "Aisle 
17"  is  the  first  one-stop  source  for  bundled  computer  solutions  designed  specifically 
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Photos  and  drawings 

Thanks  to  the  many  readers  who  have  already  sent  wonderful  snapshots  and  chil- 
dren's art.  We  are  having  a  hard  time  choosing  photos  and  drawings  to  use — but  we 
are  having  lots  of  fun.  Keep  the  photos  and  artwork  coming. 


For  subscription  infoi  mation  and 
advertising  information,  sec  pagr  14. 
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ERiC-600-7808,  l-800-755-0601(TrY).  The  Apple  Computer  Disability  Solutions  Store. 


Steps  Toward  Adulthood 

I  was  delighted  to  see  the  October 
cover  of  my  son  Jonathan  with  Kevin 
McHale  of  the  Boston  Celtics.  I  also 
want  to  share  with  you  the  next  steps 
Jonathan  has  taken  toward  adulthood 
since  his  bar  mitzvah. 

After  a  year  of  volunteering  at  the 
North  Shore  Jewish  Community  Cen- 
ter, helping  as  an  aide  in  a  tot  gym  class 
and  cleaning  Nautilus  equipment  in  the 
health  center,  Jonathan  just  landed  his 
first  paid  job.  He  started  work  at  Star 
Market.  He's  not  nervous,  but  I  am,  as  I 
have  been  with  each  new  challenge  he 
has  ever  taken.  I  don't  know  if  he's 
ready,  but  I  doubt  my  mother  thought  I 
was  ready  for  my  first  job  either.  Star 
Market  is  another  of  a  long  line  of  com- 
munity representatives  who  have  given 
Jonathan  the  chance  to  be  all  that  he 
can.  He's  been  working  for  a  month 
now.  He  pays  taxes  and  contributes  to 
the  United  Way 

I  want  to  let  your  readers  know  that 
volunteer  experiences  are  very  impor- 
tant. On  the  application  for  the  job  at 
Star  Market,  there  was  a  space  to  indi- 
cate volunteer  work  as  well  as  paid 
employment.  At  only  14,  Jon  already 


had  a  pretty  impressive  resume. 

As  I  reread  Jon's  bar  mitzvah  speech 
that  was  reprinted  in  October's  issue,  I 
remembered  the  first  time  he  appeared 
in  Exceptional  Parent.  He  was  two 
years  old,  and  I  had  written  an  article 
called  Silence  versus  Signing.  In  that 
article,  I  shared  my  struggles  with  the 
issues  of  Jonathan's  lack  of  speech  and 
the  use  of  sign  language.  I  don't  know 
where  the  years  have  gone,  but  Eoccep- 
tional  Parent  has  been  with  us 
throughout,  ai  d  I  want  to  say  thanks. 

J.S.,  Massachusetts 

"Inclusion" — 

Not  Appropriate  for  All 

I  am  writing  out  of  great  concern  about 
the  current  trend  of  "inclusion"  for  all 
children  with  special  needs.  I  am  the 
mother  of  two  sons  with  severe  disabili- 
ties; they  have  a  degenerative  neurologi- 
cal condition  called  Batten  disease.  My 
sons  have  attended  several  different 
schools  in  the  past  five  years,  based  on 
their  educational  needs.  At  age  four,  Ian 
and  Joey  began  receiving  services  to 
address  their  developmental  delays  and 
need  for  intensive  speech  therapy.  When 


the  progress  of  the  disease  caused  them 
to  lose  their  sight,  they  attended  the 
Maryland  School  for  the  Blind.  We  trans- 
ferred them  to  their  current  school 
when  they  became  totally  physically 
dependent  and  unable  to  swallow,  and 
developed  a  seizure  disorder. 

Clearly,  our  family  has  seen  many 
sides  of  the  special  education  system. 
Having  a  full  range  of  available  educa- 
tional options  allowed  Ian  and  Joey  to 
obtain  the  best  education  possible 
based  on  their  ever-changing  needs. 
This  made  a  big  difference  in  the  qual- 
ity of  their  lives. 

The  restriction  of  "options" — caused 
by  the  movement  to  "include"  all  chil- 
dren— will  be  detrimental  for  some 
children  with  special  needs.  The  loss  of 
small  class  size  and  close  teacher-child 
relationships  will  result  in  less  accurate 
assessment  of  a  child's  needs.  Many 
children  with  severe  diseibilities  have 
no  more  than  nonverbal  cues  to  com- 
municate their  readiness  to  learn  a  new 
task  or  just  to  interact.  Without  a  close, 
intensive  relationship,  cues  will  be 
missed,  and  opportunities  will  be  lost. 

I  am  pleased  that  my  children  partic- 
ipate in  some  activities  at  the  local  ele- 
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!  mentaiy  school  and  in  the  community, 

j  We  have  had  no  difficulty  providing  our 

;  sons  with  many  opportunities  for 

1  socialization.  The  care  and  education 

!  they  receive  from  their  teachers  and 

\  the  nursing  staff  in  a  small  classroom 

I  could  not  be  duplicated  in  a  regular 

;  classroom. 

'      "Inclusion"  should  be  one  of  a  vari- 

!  ety  of  educational  options  for  children 

j  with  special  needs.  Cun'ent  state  and 

I  federal  law  requires  school  districts  to 

i  provide  a  full  continuum  of  special 

j  education  placements — including  sepa- 

■  rate  schools.  In  fact,  separate  program- 

j  ming  pro%ides  the  most  appropriate 

j  education  for  many  children  with  spe- 

i  cial  needs.  The  loss  of  options  in  the 

I  special  education  continuum  of  ser- 

'  vices  will  compromise  our  children's 

;  futures. 

1  R.J.,  Mainland 

I  Editor  s  Note:  Th  is  issue  of  Excep- 
i  tional  Parent  includes  a  thoiight-piv- 
I   voking  guest  editorial  by  Edicin 
1  Martin  dealing  ivith  the  topic  ofinclu- 
\  si  on.  See  page  39. 


Article  on  Myoelectric 
Prostheses  Misleading 

I  was  saddened  and  dismayed  to  read 
your  article,  Af«r  Technology  for 
Artificial  Anns  (November/December 
1993).  If  an  article  so  filled  with  mis- 
statements, overstatements  and 
demonstrably  false  statements 
appeared  in  a  supemiarket  tabloid,  it 
would  come  as  no  surprise.  But,  to 
liave  it  appear  in  a  magazine  written  for 
I  parents  of  children  with  disabilities  is 
I  inexcusable.  Parents  look  to  Excep- 
\   tional  Pa  ren  t  for  accurate,  factual 
!   information,  not  fallacious  hyperbole. 
I      Sayingthat  "...myoelectric prosthe- 
1  ses  come  close  to  imititing  the  fimc- 
j   tion  of  normal  human  amis  and  hands" 
j  is  like  saying  tliat  a  25-watt  light  bulb 
'   comes  close  to  imitating  the  function 
;  of  the  sun.  In  the  flret  paragraph  your 
\  article  says  that  Eden  "grasps  the 
i   wooden  spoon  fimily  with  both  hands," 
:  but  the  photograph  clearly  shows  that 
1   she  has  no  grasp  with  her  prostliesis! 
';      Professionals  in  the  field  of  pediatric 
prosthetics  acknowledge  that  tlie  over- 
whelming m^ority  of  upper-extremity 
i   child  amputees  will  abandon  their  pros- 
'   thesis  by  the  time  they  are  in  t heir 
'   teens.  No  scientific  study  has  ever  been 
:  done,  however,  to  detennine  if  those 
!   who  continue  to  wear  a  prosthesis  into 


maturity  eryoy  any  benefits — func- 
tional, social  or  financial — over  those 
who  do  not.  More  importantly,  no  sci- 
entific study  has  ever  compared  the 
emotional  health  of  tlie  two  groups. 
Prostheses  are  recommended  based  on 
an  assunied  need  and  assumed 
benefits,  rather  than  on  the  basis  of  any 
body  of  scientific  knowledge. 

The  most  important  factor  contribut- 
ing to  a  child  amputee  growing  into  a 
happy  productive  adult  is  a  healthy 
positive  self-image,  but  the  factor  most 
stressed  in  promoting  the  myoelectric 
prosthesis  is  its  ability  to  conceal  the 


missing  limb.  This  emphasis  on  con- 
cealment teaches  the  child  that  a  miss- 
ing limb  is  a  repulsive  thing  that  must 
be  hidden  in  order  to  fit  into  society. 
What  a  wonderful  thing  to  teach  a 
child! 

i      The  sensory  functions  of  the  human 
hand  are  far  more  important  than  its 
manipulative  ability.  I  believe  that  this 
is  the  reason  most  arm  amputees  find 
that  their  stumps  or  their  feet  are  far 
more  functional  than  the  best  prosthe- 
sis available. 

In  the  20  years  that  my  wife  and  I 
have  been  involved  in  the  amputee  sup- 
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port  movement,  it  has  been  our  privi- 
lege to  know  many  amputees,  not  as 
patients  but  as  friends.  It  is  my  impres- 
sion that  the  h^piest  and  most  suc- 
cessM  arm  amputees  are  those  who 
have  discarded  prosthetic  devices  and 
no  longer  feel  a  need  to  hide  their  limb 
deficit.  Am  I  right?  We'll  never  know 
until  the  child  prosthetics  industry 
starts  dealing  in  scientific  evidence 
instead  of  assiunptions. 

Until  this  h^py  day  arrives,  I  would 
hope  that  Exceptional  Parent  will  try 
to  offer  parents  information 
that  has  some  scientific 
foundation.  This  type  of  arti- 
cle would  be  more  credible 
if  an  adult  could  be  found  to 
describe  the  benefits  of  a 
prosthesis  rather  than  tout- 
ing the  accomplishments  of 
a  two-year-old. 

B.B.,  Florida 

Editors  Note:  We  discussed 
this  letter  tvith  resource  per- 
sons at  the  Rehabilitation 
Institute  of  Michigan  (RIM) 
who  helped  prepare  New 
Technology  for  Artificial 
Arms.  The  RIM  clinic  phi- 
losophy is  that  while  a  child 
with  one  ann  and  hand  will  be  able  to 
use  substitution  patterns  and  accom- 
modations to  accomplish  almost  every 
activity  they  encounter,  these  activi- 
ties can  be  performed  more  efficiently 
with  the  use  of  a  prosthesis.  Clinic 
staff  encourage  ttie  development  of  a 
child's  positive  self-image  both  with 
and  without  a  pwsthesis. 

Professionals  at  RIM  agree  about 
the  need  for  research,  but  note  that 
recent  changes  in  prosthetic  options, 
fitting  techniques  and  training  tech- 
niques make  long-term  studies 
difficult.  Nonethelp.ts,  tlie  Institute 
for  Rehabilitation  and  Research 
(TIRR)  in  Houston,  Texas,  currently 
is  in  the  process  of  suiveying  all 
upper-limb  amputees  in  the  United 
States  to  determine  prosthetic  wear 
and  use  patterns.  Preliminary 
results  show  that  only  fifteen  percent 
of  children  and  seven  percent  of 
adults  do  not  wear  a  pm.sthcsis.  Of 
tlwse  that  do,  66  percent  of  children 
and  79  percent  of  adults  report  ivrnr- 
ing  their  pivstheses  more  than  ha(f 
their  waking  hours.  Tliis  prcliini- 
nai'y  survey  data  contradicts  the  let- 
ter-writer's statement  that  "...the 


ovenvhelming  majority  of  child 
amputees  will  abandon  their  pms- 
tthesis  by  the  time  they  are  in  their 
teens. " 


AffiddenDisabUity 

We  receive  Exceptional  Parent  in  our 
office — I  work  for  a  neonatologist.  I 
shared  Treatments  for  Attention 
Deficit  Hyperactivity  Disorder  (Sep- 
tember 1993  book  excerpt)  with  my 
daughter  who  has  an  eight-and-a-half- 


The  Cage,"  by  Arsenia  Levie,  West  Hartford,  CT 

year-old  son  with  Attention  Deficit 
Disorder  (ADD).  It  was  very  helpful. 
Please  run  more  articles  about  this 
problem.  We  particularly  need  sugges- 
tions on  helping  other  family  mem- 
bers to  be  sensitive  to  a  "hidden 
disability"  like  ADD.  Relatives  who 
are  not  faced  with  the  challenge  of  an 
ADD  child  say  things  like,  "That  child 
just  needs  a  good  spanking  and  more 
discipline." 

Family  members  are  not  the  only 
ones  who  need  education  about  ADD; 
our  school  systems  also  are  lacking  in 
theii'  abilities  to  cape.  My  grandson  is  a 
second  grader  this  year.  For  the  first 
time,  he  has  a  teacher  who  understands; 
the  others  do  not  Thank  you  again  for 
sharing  articles  on  this  problem. 

J.C.,  Missouri 


Fathers'  Voices 

As  a  professional  in  my  state's  Depart- 
ment of  Mental  Retardation  and  the 
father  of  a  daughter  who  is  experienc- 
ing developmental  delays  as  a  result  of 
viral  encephalitis,  I  was  f^roatly  encour- 
aged to  see  James  May's  column. 
When  my  daugliter  got  sick  two 


years  ago,  I  underwent  a  radical  shift  in 
every  notion  and  principle  I  had  held 
regarding  family  relations,  stress  and 
the  other  emotions  experienced  by 
families  of  children  with  disabilities. 
Before  that,  I  worked  for  families.  Now, 
because  of  my  firsthand  experience,  I 
have  become  someone  who  truly 
works  with  families, 

One  of  the  most  glaring  and  alarming 
trends  I  have  experienced  is  the  lack  of 
a  role  for  fathers  in  families  where  a 
child  has  a  disability.  In  general,  society 
does  not  have  a  place  for 
fathers  outside  tlie  tradi- 
tional boundaries  of  accept- 
able male  behavior.  I  do  not 
mean  to  paint  with  broad 
strokes  here  because 
fathers  increasingly  are 
changing  their  roles.  But  for 
the  most  part,  men  feel  iso- 
lated and  removed. 

Mr.  May's  column  encour- 
aged me  to  act — I  called 
him,  asked  for  information 
and  became  a  part  of  the 
National  Father's  Network. 
I  have  stepped  up  my 
efforts  to  develop  a  father's 
group  in  the  region  where 
I  work. 

Please  continue  to  pro\ide  space  in 
your  magazine  for  Fatlieis'  Voices. 
There  are  many  fathers  out  here  that 
want  and  need  to  hear  about  the  ways 
in  which  they  can  take  on  positive  roles 
for  their  children. 

C.L.,  Connecticut 


Keep  Up  the  Good  Work! 

A  brief  note  to  compliment  you  and 
your  staff  on  your  marvelous  magazine. 
Over  the  past  seveial  years,  the  quality 
has  continued  to  improve,  and  the  vari- 
ety of  topics  covered  makes  each  issue 
very  informative  and  eryoyable. 

My  only  criticism  is  that  so  very 
much  of  yoiu-  magazine  is  dedicated  to 
advertisements  for  equipment  for  per- 
sons with  physical  limitations.  As  the 
parent  of  a  child  with  Down  syndrome 
who — thank  God — does  not  have  phys- 
ical limitations,  I  would  love  to  see 
more  articles  and  information  directed 
towards  other  areas — recreational, 
vocational,  medical  and  educational,  to 
njune  a  few.  I  look  forward  to  your  new 
(iepartmonts  and  encourage  you  to 
keep  up  tlie  good  work! 

S.R.,  Washington 
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Ford  MoBEHY Motoring 
Makes  Life  More  Rewarding! 


Ford  Motor  Company  understands  that  a 
physical  disability  doesn't  mean  life  can't  be 
rewarding.  For  many,  there's  no  greater  reward 
than  the  feeling  of  freedom  and  independence  that 
comes  from  driving. 

That's  why  your  Ford  and  Lincoln-Mercury  dealers 
want  your  active  life  to  include  a  new  Ford  or 
Lincoln-Mercury  car  or  van  or  Ford  light  truck.  And 
that's  why  the  Mobility  Motoring  Program  was 
created ...  to  make  adapting  your  new  Ford  or 
Lincoln-Mercury  product  easier  and  more  rewarding! 

A  Smoother  Road  to  Travel 

Mobility  Motoring  starts  with  a  toll-free  call.  You'll 
kno'.'.'  you've  arrived  when  your  Ford  or  Lincoln- 
Mercury  dealer  hands  you  a  check  for  up  to  $750 
toward  the  installation  of  adaptive  driving  or 
passenger  equipment.  There's  nothing  for  you  to 
send  in ...  and  there's  no  waiting  for  your  check! 

You'll  also  receive  a  complimentary  Ford  Cellular 
Telephone'  and  Roadside  Assistance'  for  the 
duration  of  the  bumper-to-bumper  limited  warranty. 


PR06RAM 

Inform ATio\  You  I\eed  ... 
FOR  Informed  Decisions 

The  Ford  Mobility  Motoring  Program  also  provides ... 

■  friendly  toll-free  and  special  "TDD"...  information 
line  to  answer  your  questions. 

■  a  list  of  nearby  assessment  centers  authorized  to 
provide  a  "prescription"  for  your  vehicle's 
adaptive  equipment. 

■  a  list  of  local  adaptive  equipment  dealers  and 
installers. 

■  sources  of  funding  which  may  be  able  ta  provide 
assistance  in  addition  to  the  amount  you  receive 
from  the  Mobility  Motoring  Program. 

Best  of  oil,  you  get  ford  Motor  Company's  products 
and  services.  A  Company  where  quality  and  service 
are  always  "Job  /  .'" 


So  whether  your  life  demands  a  new  Ford  or 
Lincoln-Mercury  car  or  van,  or  Ford  light  truck  . . . 
iustcall  1-800-952-2248  (for  TDD  users:  1-800- 
TDD-0312).  You'll  discover  that  Mobility  Motoring 
is  your  kind  of  reward! 

Frn  Mobity  Metering  VMeet 

This  video  shows  how  eosy  it  is  to  open  the  door  to 
Mobility  Motoring  rewards.  You'll  meet  people  who 
hove  leomed  the  process  is  reolly  simple.  You'll  oiso 
see  how  Ford  prodocts  adopt ...  for  versotHitY, 
convenience  orxi        motoring  fun.  Just  osk  for 
your  free  video  wlien  you  coU  us.- 

Program  Period 

October  1,  1 993  — September  30,1994 

'  Cinlomeiisrssiionsibkfoia  l71-daYmmmmoctmtioi\onlfie 
fori  (elkjhi  Syitem.  Some  foto/  mdn'M  mkn  nvf  leiiuite  o 
huge/  ogieemenl  os  well  as  othei  lelated  sem'te  and  mge  (kiges, 
so  occeptome  is  opiional.  lo  be  eligible  lot  Ik  comfiUmentaiy  fold 
Cehloi  leieptiont,  the  wslomei  must  also  live  in  on  aito  (weied  by 
ibe  fori  Celluhi  Sysiem  oi  I'li  time  ol  the  pmchose  oi  kosf. 

■'  isk  yow  (feuJef  loi  a  top/  0/  the  tmiteti  miantf  and  (omplete 
details  ol  the  Koodside  Assistaixe  ii'an  Vebkks  tovwcrf  by  /iie 
l/nto/n  fomro/tot  f  Seiies  'leleiied  (aie  01 M  Caipet  Lease 
phns  Ime  additional  benehs 


A  I\Ew  Car,  Vm  or  Lwht  Trlck  ...  Adaptive  Eqiipment  ...and  On-tiiE'Spot  Cash! 

O  ,^^3^  Ford  and        „  Circle  #30 

mi/^'  '  -  <0S2ttsV  Lincoln-Mercury  Divisions 

^  259 


Encephalocele  and 
Meckel  Syndrome 

I'm  looking  for  information  on 
encephalocele  and  Meckel  syndrome. 
My  daughter  was  bom  with  an  occipital 
encephalocele.  I  would  like  to  find  out 
the  outcome  of  children  bom  with  this 
defect 

T.L.B.,  Tennessee 


Daycare  Dilemma 

I  am  the  parent  of  a  seven-year-old  girl 
who  is  hydrocephalic  and  developmen- 
tally  delayed.  After  her  birth  we  faced 
what  so  many  other  parents  face — 
extreme  difficulty  in  finding  child  care. 
I  went  back  to  school  to  pursue  a 
career  in  nursing  with  the  long-tenn 
goal  of  developing  a  local  daycare  cen- 
ter for  children  with  special  needs. 
Luckily,  our  daughter  does  not  have 
any  special  medical  needs,  and  we 
were  able  to  find  a  local  daycare  pro- 
gram that  was  willing  to  accept  her. 

Now,  due  to  our  daughter's  increas- 
ing size  and  complete  dependence  on 
others  for  everyday  needs,  we  are  hav- 
ing difficulty  with  our  current  daycare 
setting.  Because  of  this,  I  have  become 
highly  aware  of  the  problems  faced  by 
parents  of  children  with  special  needs. 
With  this  in  mind,  I  have  decidec!  to 
seriously  look  into  what  I  need  to  do  to 
fulfill  my  original  goal  of  developing 

Searak  and  SMpoDd  is  an  ot^itunity  for  OUT 
teaden  to  egtchuige  information  about  their 
practical  experiences  meeting  the  eveiyday 
challenges  cf  life  with  a  child  or  adolescent  with 
tditabiUty.Hd  also  AqMCtparaNlttoait  «i9m>- 

Please  indicate  ^ther  the  letter  is  a 
search  or  tesponao.  If  a  re^nse,  be  sore  to  note 
in  whkh  issue  the  original  Search  letter 
appeared.  All  responses  are  forwarded  to  the 
vniters  of  the  Search  letters;  some  are  published. 
Published  letters  may  be  edited  for  purposes  of 
spioe  and  clarity. 

Write  or  fits: 

Beard)  or  BeqMd 

200  Harvard  Street,  Suite  303 
BrooUine,MA0214&600e 
Fax  (617)  7804742 

For  Information  about  specific  disabilities,  con- 
tact the  Natiomi  Orgwiiatlon  for  Bare  Disorders 
(NORD),  too  Rt  37,  P.O.  Box  8923,  New  Fairfield, 
CT  0«812,  (800)  BOe-NOKD,  (203)  74e-«618.  Also, 
see  "National  Reaourcea  for  SpeclBc  Disabilities 
and  (kmditkm' In  &«qi<HNM{  Air»i«(ir  im 


daycare  for  children  with  special 
needs. 

At  this  point,  I'm  not  sure  what  to  do 
next  and  would  like  information  on 
what  is  already  available.  If  you  have  a 
child  attending  a  specialized  daycare 
center,  I  would  like  information  on  ser- 
vices provided  and  your  likes  and  dis- 
likes. If  possible,  I  would  like  to  get 
addresses  of  other  places  in  tlie  coim- 
tiy  that  I  may  contact  for  guidance. 

P.R.,  Louisiana 

Good  Books  for  Parents 

I  am  a  librarian  working  on  building 
our  library's  collection  of  books  and 
Nideos  for  parents  of  exceptional  chil- 
dren. My  primary  concem  is  finding 
books  ti  it  deal  with  the  everyday  chal- 
lenges of  parenting  a  child  with  physi- 
cal or  developmental  disabilities  or  a 
child  with  a  chronic  illness.  I  also  am 
interested  in  finding  books  written  for 
parents  of  children  who  experience 
repeated  or  extended  hospitalization  to 
manage  their  medical  conditions. 

I  will  continue  to  note  the  titles 
mentioned  in  Exceptional  Parent 
magazine  but  would  also  appreciate 
suggestions  on  other  current,  in-print 
materials  suitable  for  parents — not 
medical  professionals. 

J.K.,  Oregon 

Two  Children  with 
Down  Syndrome 

I  am  a  teacher,  and  I  work  with  a  family 
who  has  two  childi'en.  Both  children 
have  Down  syndrome.  They  have  a  little 
girl  who  is  two  years  old  and  a  newbom 
son.  This  family  is  interested  in  hearing 
from  another  family  who  has  two  bio- 
logical children  with  Down  syndrome. 

P.M.,  Minnesota 


Benign  Congenital  Hypotonia 

My  two-year-old  son,  Matthew,  has 
been  "diagnosed"  with  benign  congeni- 
t;il  hypotonia.  For  a  long  time,  doctors 
suspected  hyjiotonic  cerebral  palsy. 
Gradually,  his  muscle  tone  has 
improved,  and  he  is  now  walking.  lie 
has  lino  and  gro.s.s  motor  delays  and 
feeding  problems.  I  Ic  is  imable  to  cat 
tabic  foods  and  is  very  small  for  his 
age.  He  also  is  delayed  in  his  speech. 


Matthew  receives  weekly  occupational 
and  physical  therapy. 

During  the  last  two  years,  I  have 
felt  very  alone.  Outwardly,  my  son 
looks  like  a  perfectly  normal  one-year- 
old.  It  is  hard  for  friends  and  family  to 
understand.  I  would  like  to  hear  from 
other  parents  of  a  child  with  similar 
problems.  I  am  also  interested  in  hear- 
ing about  any  long-term  problems 
associated  with  hypotonia.  I  under- 
stand it  is  associated  with  learning 
disabilities. 

S.C.,  Virginia 


Nail-Patella  Syndrome 

My  son,  Ian,  has  nail-patella  syndrome, 
an  easily  diagnosed,  but  rare  genetic 
condition  characterized  by  nail  dyspla- 
sia, bone  defomiities  and  sometimes, 
kidney  failure.  Ian  is  the  first  we  know 
of  in  our  families  to  have  this.  He  has  a 
full-blown  case  of  nail-patella  which  is 
unusual.  My  doctors  and  I  have  been 
unsuccessful  in  finding  another  person 
or  family  that  has  or  is  a  carrier  of  this 
syndrome. 

The  infomiation  we  have  on  nail- 
patella  syndrome  seems  to  be  quite 
dated.  We  are  looking  for  up-to-date 
infomiation  on  tliis  condition.  We 
would  also  like  to  find  another  individ- 
ual or  family  with  this  syndrome. 

C.M.T.,  Neu<  York 

Norrie  Disease  and  Cataplexy 

We  are  the  parents  of  two  boys — 
Bobby,  who  is  three  years  old,  and 
Mattliew,  who  is  nine  months  old.  They 
have  a  very  rare,  genetic  condition 
called  Norrie  disease  that  always 
results  in  total  blindness.  In  addition  to 
the  visual  problems,  both  boys  have 
physical  and  mental  disabilities.  They 
also  have  a  25  percent  chance  of  losing 
their  hearing. 

After  our  ninc-nicnth-old  was  bom, 
he  appeared  to  be  having  seizures  like 
our  older  son.  After  having  tests  mn, 
wc  now  know  why  the  seizure  medica- 
tion did  not  work.  They  do  not  have 
seizures  at  all;  tliey  have  a  sleep  disor- 
der called  cataplexy.  We  iuv  looking  for 
otiicr  parents  who  have  a  child  with 
cither  Norrie  disease  or  cataplexy. 
Please  write. 

B.F  &  S.F.,  Washington 
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Exceptional  Parent 
12  times  a  year!!! 

Y©$f  I  want  to  subscribe  to  Exceptional  Parent  magazine! 

G  One  Year  (12  issues)  for  $24». 
Q  School:  (12  issues)  for  $30*. 
G  3  Years  (36  issues)  for  $54*/ 
G  School:  3  Years  (36  issues)  for  $72*. 

'  us  funds  only.  Canada  $30  per  year.  Other  foreign  countries  S33  per  year. 

G  Bill  me 

G  Check  enclosed  (use  separate  eiivelope) 
To  order  by  Credit  Card  call:  1-800-247-8080 

Please  send  my  subscription  to: 

Name  


School 


Address 


City_ 


Please  allow  4-6  weeks  for  delivery 


State 


-Zip . 
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Exceptional  Parent 
12  times  a  year!!! 

YCSf  I  want  to  subscribe  to  Exceptional  Parent  magazine! 

G  One  Year  (12  issues)  for  $24*.  ^^MFrTTWjk 
G  School:  (12  issues)  for  $30*.  ^^^@Tmfii 
G  3  Years  (36  issues)  for  $54».  '•^^■ii^i^B 

G  School:  3  Years  (36  issues)  for  $72*. 

•  us  funds  only.  Canada  S30peryear.  Otherforeign  countries  S33peryear. 
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G  Check  enclosed  (use  separate  envelope) 

To  order  by  Credit  Card  call:  1-800-247-8080 

Please  send  my  subscription  to: 

Name  
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Address 


City. 


Please  allow  4-6  weeks  for  delivery 
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Epidermal  Nefvns  Syndrome 
aiid  Lipomas 

My  two-year-old  son  has  been  diag- 
nosed with  epidermal  nevus  sj-ndrome. 
The  best  description  I  can  give  is  that 
raised,  wait-like  skin  lesions  cover  the 
right  side  of  lus  body.  Application  of  a 
compound  made  with  glycolic  acid 
helps  prevent  thickening  of  the  lesions 
which  can  cause  infection  when  they 
become  open.  Complicating  this  skin 
condition  are  lipomas — fatty  tumors — 
wluch  continue  to  reappear  despite 
two  surgeries  for  removal  of  the  larger 
ones  on  both  sides  of  his  body.  On  his 
trunk  and  arm,  the  skin  lesions  are  in  a 
line-type  of  design;  on  his  leg,  they  just 
about  cover  the  entire  limb  up  througli 
his  buttocks.  The  right  side  of  his  body 
is  much  larger  and  longer  than  the  left, 
the  leg  being  the  most  prominent.  In 
fact,  his  right  leg  is  about  three  times 
the  size  of  his  left. 

I  am  desperately  seeking  other  par- 
ents or  physicians  who  have  knowl- 
edge of  tlus  disorder  and  can  offer 
guidance  as  we  go  through  future  surgi- 
cal procedures  dealing  with  removal  of 
the  lipomas  and/or  skin  lesions. 

L.D.,  New  York 

Spastic  Paraparesis 

Our  two-year-old  son,  Cryan,  was  diag- 
nosed with  spastic  paraparesis  when 
we  first  noticed  unusual  leg  movements 
at  about  six  months  of  age.  Bryan's 
father  also  has  this  condition,  so  doc- 
tors believe  that  it  is  due  to  autosomal 
dominant  inheritance. 

Bryan,  like  his  dad,  is  intelligent  and 
managing  his  disability  well.  While 
developmental  motor  skills  involving 
Bryan's  legs  are  delayed,  he  uses  his 
arms  and  hands  well  and  is  at  age  level 
in  other  developmental  areas.  He  is  a 
determined,  active,  happy  two-year-old 
who  is  eager  to  learn  and  explore. 
When  asked  to  do  tasks  requiring  gross- 
motor  movement,  Bryan  can  clearly 
express  his  dislike  of  these  tasks. 

We  would  like  to  talk  with  families 
who  share  experiences  similar  to  ours 
and  who  arc  considering  various  treat 
ment  options.  We  are  also  interested  in 
sources  of  informat  ion  or  other 
resources  we  might  use  to  leam  more 
about  spastic  paraparesis. 

R.T,  Pennsylvania 

Bleeding  During  Seizures 

My  two-and-a-half-year-old  daughter, 
Brianna,  has  Aicardi  syndrome,  right 
parietal  schizencephaly  and  infantile 


spasms  that  are  uncontrolled.  But  here 
is  tlie  problem:  When  she  seizures, 
blood  comes  from  her  mouui  and 
sometimes  her  nose.  This  has  been 
occurring  for  about  one  year,  but  has 
worsened  in  tlie  last  six  months.  Has 
anyone  ever  heard  of  this?  The  bleed- 
ing does  not  occur  at  any  other  time. 
She  has  been  seen  and  tested  by  her 
neurologist,  gastroenterologist,  oto- 
laryngologist and  hematologist  None 
of  these  doctors  could  find  a  reason  for 
the  bleeding. 

I  would  appreciate  hearing  from  any- 
one who  may  have  heard  of  this  or  who 
has  another  idea  I  would  also  like  to 
correspond  with  parents  of  a  child  with 
Brianna's  diagnoses. 

J.V/.,  Pennsylvania 


Ischemic  Strokes 

After  a  normal  pregnancy  and  birth, 
our  daughter,  THcia,  was  bom  seem- 
ingly healthy.  Although  she  was  some- 
what behind  in  meeting  developmental 
milestones,  her  pediatrician  was  not 
alarmed  until  her  12-month  checkup. 
Then,  she  was  referred  to  a  specialist 
who  diagnosed  developmental  delay 
and  prescribed  physical  therj^y. 
At  14  months,  THcia  suffered  an 


ischemic  stroke  on  the  right  side  of  the 
brain.  It  was  caused  by  the  occlusion  of 
t'  e  right  middle  internal  carotid  artery. 
Extensive  testing — including  MRIs  and 
an  arteriogram — revealed  no  cause  for 
the  occlusion.  Doctors  decided  that  the 
artery  had  been  malformed  from  birth 
and  said  that  no  more  strokes  were 
likely  to  occur. 

At  16  months,  TYicia  suffered  a  sec- 
ond stroke  on  the  left  side  of  the  brain. 
A  week  later,  she  suffered  two  more 
strokes,  again  on  the  left  side.  Now  17 
months  old,  Tricia  is  essentially  para- 
lyzed and  is  fed  through  a  nasogastric 
tube.  Further  tests,  including  a  muscle 
biopsy,  revealed  nothing  unusual  other 
than  some  abnormal  levels  of  amino 
acids  and  enzymes.  Her  doctors  now 
think  that  she  may  have  Moyamoya  dis- 
ease, although  her  characteristics  do 
not  really  fit  this  diagnosis.  The  doctors 
can  not  tell  us  if  TYicia  will  have  more 
strokes. 

We  would  like  to  hear  from  anyone 
else  with  a  child  who  has  suffered  mul- 
tiple ischemic  strokes.  We  would  also 
like  to  hear  from  any  experts  who  have 
information  that  might  help  us.  We 
believe  that  time  may  be  running  out 
for  our  little  girl. 

B.S.  &  T.S.,  Virginia 


Haverich 


Europe's  leading  line  of  specialized 
J;>icycles,  tricycles  and  tandems 
mii*  available  in  North  America. 
Ste6l  frame.  Duel  caliper,  drum 
and  coaster  brakes  available. 
'  ^Parking  brakes  standard. 

tatest  styling  and  wide 
-^uholce  of  colour 
combinations. 
More  than  30  specially 
designed  accessories  to 
meet  every  need. 
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Single  Parent  With  Disabilities 

P.D.  (September  1993)  is  a  single  par- 
ent of  a  child  with  autism  and  other 
developmental  delays.  She  also  has 
disabilities  of  her  own.  She  wrote  of 
her  feelings  of  isolation  and  her  hope 
of  finding  'friendship  and/or  support. " 

When  I  saw  your  letter,  I  realized  we 
are  "neighbors."  I  am  from  Ohio  too.  I 
felt  that  I  had  to  write  and  offer  to  be — 
well,  whatever  you  want — a  listener  or 
a  friend.  The  more  we  moms  stick 
together,  the  more  powerfiil  we'll  be, 
and  the  stronger  we'll  feel. 

When  I  talk  about  my  son  to  my 
friends  with  "regular"  kids,  I  see  their 
eyes  glaze  over.  They  just  can't  under- 
stand even  though  they  want  to.  I  think 
having  a  child  with  disabilities  just 
magnifies  all  our  normal  emotions 
about  parenthood.  Our  sorrow  at  our 
child's  unrealized  potential  hits  harder 
and  sooner,  our  guilt  at  our  inadequa- 
cies is  much  stronger  and  more  often 
nags  at  us.  And  if  our  joy  at  the  accom- 
plishments of  our  child  is  sweeter 
because  these  accomplishments  are  so 
hard-earned,  the  joy  is  always  tem- 
pered by  the  sorrow  of  knowing  what  a 
"regular"  kid  of  that  age  would  be 
accomplishing. 

My  David  is  almost  six.  He  has  cogni- 
tive and  developmental  delays  and 
almost  no  speech.  He's  still  in 
preschool,  but  we  are  approaching  the 
time  when  he'll  hit  the  school  system. 
He  has  one  younger  sister  who  does 
not  have  disabilities.  Wouldn't  you 
know  it — she  is  oi  .e  of  those  compliant 
children,  and  it's  so  hard  not  to  put  too 
much  pressure  on  her  to  "be  good."  I 
know  it's  not  fair,  but  I  can  only  handle 
one  kid  acting  up  at  a  time. 

Call  or  write  anytime.  I  don't  work 
outside  the  home  and  know  that  it  can 
be  isolating.  I'm  interested  in  hearing 
how  it's  going  for  you. 

L.S.,  Ohio 

Undiagnosed 

W.J.R.  &  T.R.  (November/December 
1993)  were  looking  for  a  child  who  is 
similar  to  their  11-montli-old  son, 
Dakota.  Dakota  is  deuelopnwntally 
delayed  and  has  dysmoi'phic  features 
tvhich  include  slightly  pivlmding, 
wide-spaced  eyes;  low-set  ears;  nose 


with  flattened  bridge;  high  palate  and 
simian-creased  left  palm.  His  heart 
has  an  atrial  ventricular  valve  dyspla- 
sia with  a  possible  mild  AV-valve 
stenosis.  Extensive  medical  and 
genetic  testing  has  failed  to  yield  a 
diagnosis. 

Our  13-month-old  daughter,  Meghan, 
was  diagnosed  at  birth  with  a  rare  syn- 
drome called  cri  du  chat  Many  of  your 
son's  features  seem  to  resemble  those 
of  cri  du  chat.  Like  Dakota,  Meghan  has 
a  flattened  nasal  bridge,  low-set  ears, 
low  muscle  tone,  slow  growth  and 
smaller  head  size.  She  has  a  high 
pitched  cry  and,  like  Dakota,  is  devel- 
opmentally  delayed.  Many  children 
with  cri  du  chat  syndrome  have  simian- 
creased  palms.  Meghan  also  has  a  small 
hole  in  her  heart 

Cri  du  chat  qndrome  is  caused  by 
the  loss  of  genetic  material  from  the 
short  arm  of  the  fifth  chromosome. 
When  the  geneticist  showed  us 
Meghan's  chromosome  study,  we  could 
not  even  see  the  tip  that  had  broken 
off,  because  it  was  so  small.  This  could 
be  easy  to  miss  if  the  doctor  does  not 
know  what  to  look  for. 

P.R.  &  J.RyNew  Jers<iy 

/ 

□  Your  letter  caught  my  attention 
because  my  nearly  four-year-old  daugh- 
ter, Elena,  also  falls  into  that  void  of 
undiagnosed  children.  As  I  was  reading 
your  description  of  Dakota,  I  couldn't 
help  but  compare  his  development  to 
Elena's  at  a  similar  age  and  think,  "Gee, 
he's  doing  great!"  At  11  months,  Elena's 
developmental  level  was  measured  in 
weeks  instead  of  months.  She  was 
nearly  completely  cortically  blind,  not 
at  all  alert  and  not  a  bit  social.  She 
vent  through  a  battery  of  tests  compa- 
rable to  Dakota's,  and  our  family  situa- 
tion was  exactly  as  you  describe  your 
own. 

I  spent  more  than  a  year  dragging 
Elena  from  one  neurology  clinic  to 
anotlier,  and  from  one  EEG  appointment 
to  another.  I  read  eveiything  I  could  get 
my  hands  on  that  dealt  with  pediatric 
development  cerebral  palsy,  autism, 
mental  retardation  and  anything  else  you 
could  imagine,  looking  for  a  slot  into 
wluch  she  might  fit  But  she  didn't  fit 
Her  "diagnosis"  remains  "developmental 
delay  of  unknown  etiology." 


I  felt  compelled  to  urge  you  not  to 
drive  yourself  nuts  looking  for  this  elu- 
sive diagnosis  or  label  for  Dakota  In 
the  end — with  or  without  a  diagnosis — 
he's  just  a  kid.  He's  your  kid.  By  now, 
he's  just  over  a  year  old.  He  eats  well. 
He's  alert  hiqjpy  and  social;  a'  \  he 
needs  all  the  love  and  affection  you  can 
give  hum.  He  doesn't  need  to  be 
dragged  around  for  test  after  test  or  to 
have  converseition  made  about  his 
facial  features.  As  long  as  the  tests  to 
date  have  indicated  no  operable  physi- 
cal condition,  what  is  the  benefit  of 
continued  testing?  Wouldn't  you  all 
benefit  more  if  you  spent  that  time, 
energy  and  money  on  things  that  can 
actually  enhance  your  lives? 

I  don't  mean  to  sound  harsh,  for  I  did 
the  same  thing  as  you.  And  I  discov- 
ered that  Elena's  just  a  kid.  She's  in  a 
fabulous  program  at  the  United  Cere- 
bral Palsy  Developmental  Center.  She's 
starting  to  walk  with  a  walker.  She's 
seeing  better  and  starting  to  get  around 
a  room  pretty  well  to  get  the  toys  she 
wants.  She's  finger  feeding  herself,  and 
she's  a  very  content,  pleasant  kid — a 
kid  with  no  diagnosis,  and  no  label,  and 
it  doesn't  make  a  bit  of  difference. 

I  hope  you  can  hear  what  I'm  trying 
to  communicate.  I'm  not  sure  whether  I 
would  have  been  able  to  at  that  stage 
or  not  But  if  not  now,  then  maybe 
soon.  I  would  be  glad  to  offer  any  help 
I  can. 

Z.G.,  North  Caivlina 

College  With  a 
Personal  Attendant 

N.T.  (February  1993)  is  the  mother  of 
a  15-year-old  d/mghter  who  is  an 
honw  student  aivd  wants  to  attend  col- 
lege. Her  daughter  has  cerebral  palsy 
and  uses  a  motorized  tvheelchair.  She 
needs  extensive  assistance  for  per- 
sonal care.  She  has  a  great  deal  of 
difficulty  writing,  but  as  a  one-finger 
typist,  finds  typing  egually  frustrating. 
N.  T.  wanted  to  hear  about  the  college 
erperiences  of  people  with  needs  simi- 
lar to  tlwse  of  her  daughter.  She  also 
wanted  irtformation  about  colleges 
with  good  support  sewices  for  stu- 
dents with  disabilities. 

I'v  worked  with  people  with  cere- 
bral palsy  for  many  years.  I  am  also  the 
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mother  of  a  three-year-old  boy  with  a 
disability.  I  want  to  start  by  congratu- 
lating you  on  the  wonderful  job  you've 
done  as  parents.  Your  daughter's  moti- 
vation to  go  to  college  is  an  excellent 
predictor  that  she  will  go  on  to  have  a 
productive  life.  Too  many  kids  grow  up 
believing  that  all  kinds  of  things  aren't 
possible  because  of  their  disability. 

There  is  incredible  technology  avail- 
able that  has  the  potential  to  help  your 
daughter  in  college.  There  are  com- 
puter ^stems  that  are  voice-activated 
rather  than  keyboard-driven.  Your 
daughter  might  be  able  to  use  alterna- 
tive devices  to  operate  computers  such 
as  a  joystick  or  a  scanner  with  some 
sort  of  switch.  You  can  get  alternative 
keyboards,  adspt  standard  keyboards 
to  change  key  locations  or  change  the 
length  of  time  a  key  may  be  pressed. 

You  might  start  by  calling  the  United 
Cerebral  Palsy  Aissociation  at  1-800- 
872-5827.  Ask  to  speak  to  a  referral  per- 
son or  to  their  resource  person  on 
rehabilitation  technology.  Your  daugh- 
ter should  have  aii  assistive  technology 
assessment  to  determiae  the  technol- 
ogy that  would  best  fit  her  needs.  Many 
large  rehabilitation  hospitals  perform 
such  assessments. 

You  should  also  call  your  state's 
Office  of  Vocational  Rehabilitation  (VR). 
They  should  get  involved  witli  your 
daughter  before  she  leaves  high  school. 
I  have  known  my  state's  VR  office  to 
fund  the  purchase  of  computers  and 
other  assistive  technology,  pay  college 
tuition  and  pay  for  a  personal  care 
attendant  for  some  college  students. 

Yes,  your  daughter  can  go  to  college. 
I  know  many  people  who  don't  write 
who  have  done  so.  I  know  one  man 
with  cerebral  palsy  who  graduated  with 
a  business  degree,  works  for  one  of  the 
largest  corporations  in  Pittsburgh  and 
has  started  a  printing  business  on  the 
side.  He  does  not  write  or  speak.  He 
has  the  use  of  only  one  finger. 

Edinboro  University,  near  Erie,  Penn- 
sylvania, has  been  accessible  for  years. 
They  have  many  students  with  disabili- 
ties and  excellent  support  services. 
Perhaps  it  would  be  worth  a  visit.  See- 
ing people  with  all  kinds  of  disabilities 
in  a  college  setting  undoubtedly  would 
bolster  your  daughter's  confidence. 

S.G.,  Pennsylvania 

Editor's  Norn — Your  state's  AUiaticc 
for  Technology  Access  (ATA)  Center  is 
anotlwr  good  source  for  information 
m  assiftive  technology.  In  New  York, 
contact  Techspress,  Resource  Center 


SOMEWhERE 

OVER  ThE  RAiNboW 


Way  Up 
Hiqh... 


The  dreams  you 
carry,  the  wishes 
for  something  at 
the  end  of  the 
rainbow,... 
hold  on  to  them. 
In  life,  realizing 
your  dreams 
takes  more  than 
a  wish  alone.  It 
takes  courage, 
hard  work  and 
determination,... 
even  a  little  help 
from  your  friends. 


(800)  736-0925 

6B  Gill  Street  •  Woburn  •  MA0180I 


Circle  U59 


for  Independent  Living,  409  Columbia 
Street,  Utica,  NY  13502,  (315)  797- 
4642,  (V/TTY)-  A  complete  listing 
of  ATA  centers  appears  in  the 
Exceptional  Parent  1994  Resource 
Guide  (January  1994). 

□  I  am  a  clinical  social  worker  at 
( 'hildren's  Hospital  of  Pittsburgh,  and 
1  read  Exceptional  Parent  religiously. 
I  am  also  a  proud  1982  graduate  of 
Ball  State  University  in  Muncie,  Indi- 


265 


ana.  Ball  State  has  earned  national 
recognition  for  meeting  the  needs  of 
students  with  disabilities.  I  was  a  per- 
sonal care  attendant  for  a  fellow  stu- 
dent during  my  freshman  year.  You 
can  learn  more  about  my  alma  mater 
by  vrriting  or  calling  Richard  Harris, 
Director  of  Disabled  Student  Devel- 
opment. Student  Center  307,  Ball 
State  University,  Muncie,  IN  47306, 
(317)285-5293. 

E.Y.N. ,  Peyinsylvania 
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Helping  Children  Reach 
Their  Goals 

Our  caring  staff  is  committed  to  helpirig  children 
reach  their  goals  at  every  stage  of  their  lives. 

Specialized  education  and  therapy  programs  are 
tailored  to  meet  your  child's  needs. 

Working  together,  we  can  help  *.hem  reach  their 
full  potential. 

,  .  .  Right  From  The  Start 

Elwyn  inc.  day  and  residential  programs,  include: 

■  early  intervention 

■  pre-schoo!  for  disabled  and  non-disabled 
children  together 

a  elementary  and  secondary  education 

■  post-graduation  transitional  services 

■  vocational  training  and  placement 

■  award-winning  therapeutic  recreation  facilities 

■  24-hour  health  care  services 

■  modern,  home-like  residential  settings 


Elwyn,  caring  for  over  10,000  children  and  adults  with 
varying  disabilities,  has  locations  Ihroughoul  Pennsylvania, 
New  Jersey,  Delaware,  California,  and  Jerusalem. 


ELWYN  INC.  •  Admissions  Omce 
111  Elwyn  Road  •  Eiwyn,  PA  19063-4699 
■J    (610)  891-2000  (PA)  •  (800)  345-81 1 1  (outside  PA) 
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If  incontinence 
is  part  of  your  life, 
you're  not  alone. 

For  millions,  it's 
a  fact  of  life.  But 
now  there's  a  better 
way  to  deal  with  it. 

Now  there's 
Hypcrsorb7a  new 


for  women  and  men,  girls  and  boys:  Hyptrsorb  looks  like  octiveweor,  works  like  incontinence  wear. 


long,  long  time.  After 
multiple  v/ashings, 
its  absorbency  is  still 
1000%. Which  means 
it  can  save  you  quite 
a  bit  of  money  over 
disposables. 

Even  better,  this 
also  works  for  our 


technology  that  brings  a  new  level  of  comfort  and 
confidence  to  incontinence  products. 

What's  more,  it's  also  reusable,  so  it  brings  a  new 
level  of  economics.  And  that's  not  all. 

As  you  can  see,  it  has  the  fashion  of  activewear, 
so  it  will  appeal  to  everyone  from  children  to  seniors. 

We  know  it  works;  it's  been  working  for  years 
throughout  Europe  under  the  brand  name  Ganmill. 

Even  uncompressed,  it's  only  4mm  thick,  so  it 
can  be  used  in  a  variety  of 
fashionable  designs. 

You'll  also  notice  that 
there's  a  lot  less  bulk  than 
you  expect  in  an  under- 
gament  that  works  so  well. 

And  it  keeps  working  a 


Hypepsopli':Vllhy.llWopksBeltep. 


environment.  We  use  only  pure  polyester  and  viscose 
fibers;  add  no  chemical  binders  or  wood  pulp  products. 

All  told,  we  believe  that  Hypersorb  will  work 
better  than  whatever  you're  using  now. 

But  talk  is  cheap.  We  back  that  up  with  a  One- 
Year  Guarantee.  Follow  instructions,  and  if  Hypersorb 
doesn't  keep  working,  send  it  back.  We'll  ^^^^/-^x- 
give  you  a  new  one  or  your  money  back.  ^,s> 
So  call,  write  or  fax  us.  MasterCard, 

Visa  and  personal  checks 


High  density  fibers 
wick  fluid  from 
surfoct  quicky 

"Ctlls"vap  liquid  • 
in  the  center. 


-Reinforcing  fibers 
prevent  pooling, 
moximize  comfort. 


:  Center  rtstrm  iMs 
fluid  from  surfact. 


fibers  bundled  in  coils  to  transmit  fluid  to  center 
and  spread  it  throughout  the  garment 


are  accepted.  Do  it  now. 

Because  you've  got 
nothing  to  lose. 

And  you've  got  a 
much  better  way  of  dealing 
with  incontinence  to  gain. 


I  k'i  r 


HYPERSORB  PATENT  PENDING 


TECHNO  MARKETING  INC 


307  Bacon  Road  •  Rougemont  NC  27572  •  (919)  477-1387'  Fax  (919)  477-2294 
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MieiUTY 


P    R    O   G    R    A  M 


Maintain  your 
daily  independence  through  the  General  Motors 
Mobility  Program  for  the  Physically  Challenged. 

It  starts  with  a  toll-free  call  to  our  GM  Mobility 
Assistance  Center. 
We'll  identify  your 
local  driver  assess- 
ment centers,  list 
your  area's  installers 
of  adaptive  driving 
devices  or  vehicle 
modifications  and 

suggest  which  GM  cars  and  light-duty  trucks 
might  work  best  for  you. 

Next,  whether  you  buy  or  lease  a  new  GM 
vehicle  or  dealer  demo  model,  we'll  reimburse  you 
for  the  cost  of  adapting  it-or  for  the  reinstallation 
of  your  own  adaptive  equipment-up  to  $1000. 

(Reimburscnient  for  leased  vcliicle  adciptdtion  ciwiilablc  only 
upon  lessor's  cipproval  tondnpt  \'ehicle.) 


We're  making 
every  day 
Independence  Day 


Qualified  customers  can  finance  the  cost  of  vhe 
vehicle  and  any  modifications  through  GM  AC  in  a 
single  transaction  at  participating  dealers. 

The  people  at  GM,  and  GM  dealers  nationwide, 
know  how  important  mobility  is  to  your  everyday 

life.  Callus  today.  Or 
contact  your  Chevrolet, 
Pontiac,  Oldsmobile, 
Buick,  Cadillac  or 
GMC  Truck  dealer 
and  find  out  how 
the  General  Motors 
Mobility  Program 
can  help  make  every  day  Independence  Day  for  you. 


Call  toll-free:  1-800-323-9935 
(TDD  users:  1-800-TDD-9935) 

J**  Information  on  driver  assessment  centers 
and  adaptive  equipment  installers 

Reimbursement  of  adaptation  costs, 
up  to  $1000 

V  Financing  available  through  GMAC 
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Role  Models 


Jason  Kingsiey  and  Mitchell  Levitz 

Young  authors  challenge  stereotypes  and  misconceptions 


Groujin?  Up 
luith  Doujn 
Syndromp 


Jason  Kingsiey  is  a  high  school  senior  and  former 
associate  board  member  of  the  National  Down  Syn- 
drome Confess.  He  has  acted  in  films  and  on  televi- 
sion, and  currently  lives  in  Chappaqua,  New  York. 
Mitchell  Levitz  graduated  fivm  high  school  in  1991. 
He  is  active  in  politics,  has  worked  for  two  state 
assembly  members,  and  presently  lives  and  works  in 
PeekskiU,  New  York. 

Kingsiey  and  Levitz  spoke  to  Exceptional  Parent 
while  in  Boston  during  a  10-city 
publicity  tour  to  promote  their 
recently-published  book  Count  Us 
In:  Growing  up  with  Down  Syn- 
drome (Harcourt  Brace,  1994), 
available  through  Exceptional 
Parent  Ubrary,  (800)  535-1910. 


l!l'Ouitjlm"Hlf'l  .<Hi 


Mitchell:  I  think  that  all  people  can 
succeed  if  there  are  opportunities 
out  there  for  them.  It  is  very 
important  for  children  to  get  the 
education  that  they  need.  Second, 
it  is  important  to  be  in  the  community  by  having 
socied  activities  and  making  friendships.  Once  people 
get  to  know  us,  then  people  will  be  very  accepting 
of  us. 

Both  me  and  Jason  are  in  regular  education  and 
special  education — ^we  have  a  combination  of  both.  I 
want  to  see  more  people  with  disabilities  included  in 
regular  education.  They  are  capable  of  going  to  a  regu- 
lar school  with  other  students.  They  can  learn  the 
same  as  anyone  else.  Some  people  with  disabilities 
take  longer  to  learn  than  other  individuals,  but  no  one 
should  be  discriminated  against.  A  very  long  time  ago, 
there  were  many  cases  of  discrimination,  misconcep- 
tion and  stereotyping— but  that  was  in  the  past. 
Jason:  I  took  courses  like  math,  science,  and  history.  I 
was  plac  ed  with  people  with  mild  disabilities,  in  what 
is  called  special  education.  But,  like  Mitchell  said 
about  inclusion,  I  do  have  other  courses  that  are  not 
special  education— like  gym  and  typing.  Also,  I  am  in 
the  drama  club. 

Teasing 

Mitchell:  Sometimes,  people  will  put  you  down  or  tease 
you  because  of  your  disability.  Me  and  Jason  try  to 


encourage  other  students  not  to  do  that.  First,  they 
hurt  our  feelings.  Second,  it  is  not  appropriate  behavior 
because  it  is  not  right  to  make  fun  of  someone  with  a 
disability  or  a  different  race.  We  are  all  individuals.  We 
all  have  rights  and  no  one  should  bother  those  rights. 

When  I  v/as  m  school,  I  wanted  to  be  part  of  the  pop- 
ular gang,  to  be  in  the  crowd.  There  is  peer  pressure. 
People  would  take  advantage  of  me  because  of  my  dis- 
ability. They  thought  they  could  get  away  with  it,  and 
back  then,  they  did  get  away  with  it  And  now  I'm  here 
telling  people,  "Hey,  this  not  right  and  you  better  stop  it" 
Jason:  When  I  was  in  middle  school,  there  was  a  lot  of 
teasing.  I  didn't  like  the  teasing.  People  teased  me 
because  they  thought  that  teasing  was  cool.  I  was 
treated  imfairly.  The  principed  took  me  to  suspension 
one  time.  I  didn't  think  that  I  did  something  wrong. 


Jason  and  Mitchell,  at  Mitchell's  high  school  gradualion  in 
1991. 
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Another  kid  did  something 
wrong — he  was  trying  to  tease 
me — but  I  got  siispended. 

I  got  into  high  school — ^that 
was  when  I  was  a  freshman — 
and  there  was  less  teasing  than 
middle  school.  Now  that  I'm  a 
senior,  I  truly  believe  that  peo- 
ple are  believing  in  me,  tiylng 
to  be  very  supportive. 

A  strateg:'  that  I  used  to 
deal  with  the  teasing  was  that 
I  talked  to  the  dean  or  princi- 
pal or  my  teacher  And  I  talked 
to  my  parents,  my  grandpar- 
ents and  my  friend,  Mitchell 
Levitz — ^that's  why  we  say 
"friends  forever!"  I  also  go  to  a 
psychologist  once  a  week. 
He's  tejiching  me  how  to  think 
on  my  own.  I  don't  need  him 

anymore  because  I  can  solve   

problems  on  my  own  from 
now  on. 

Mttcheli:  Yes,  I  remember  when  Jason  was  having  prob- 
lems in  school,  and  he  would  ask  me  for  advice  on 
how  to  handle  a  situation.  I  gave  him  lots  of  advice. 


Meeting  Big  Bint  As  a 

pre-schooler,  Jason  Kingsley  made 
several  appearances  on  Sesame 
Street.  His  mother,  Emily,  is 
a  writer  for  the  show. 


I  indicated  to  him  that  he  had  to  talk  to  the 
right  people,  that  he  needed  to  speak  up  in 
order  to  handle  his  problems. 

My  situation  was  different  because  I  went 
to  school  with  my  two  sisters.  They  were  verj' 
supportive  and  very  understanding.  They 
helped  me  solve  my  problems. 

Hopes  and  Dreams 

MltdwU:  I  would  like  to  tell  parents  that  they 
should  give  us  a  chance  to  be  ourselves  and  to 
make  decisions  on  our  own.  It  is  understand- 
able that  parents  can  be  overprotective.  Some- 
times our  parents  feel  protective  of  both  me 
and  Jason. 

Jason:  I  also  would  like  parents  to  learn  to  let 
go  of  their  children,  give  us  the  same  opportu- 
nities parents  had  as  children. 
Mitchey:  We  have  some  limits — ^like  driving.  Dri- 
ving is  a  strong  responsibility.  You  need  to 
learn  all  of  the  technical  skills  to  drive.  It  is 

  very  difficult  because  it  takes  us  longer  to 

learn.  That  is  part  of  our  disability.  A  person 
who  drives  needs  to  make  quick  judgments.  That  is 
something  that  is  very  difficult  for  me.  My  parents  have 
told  me  that  there  are  some  judgments  I  make  that  are 
not  that  good. 


5 


Models  Available  Now 

The  B.O.S.S. 

provides  freedom  and  Independence. 
Fully  equipped  with  electronic  con- 
trols, these  play  vehicles  provide 
an  enjoyable  way  for  a  young 
child  with  a  disability  to 
learn  important 
developmental 
skills. 


Special 
Discount 
onereo 
until  6-1-94 


All  five  models  offer  a  variety  of  electronic  control  systems  each 
designed  to  meet  the  particular  needs  of  the  young  driver.  For 
maximum  safety,  an  optionat  ramote  control  override  swKch  enables 
a  parent  or  other  adult  to  supervise  vehicle  operation.  Special 
seating  and  other  safety  equipment  is  available.  Cars  operate  on 
two  rachargaabla  S  volt  battwws.  Call  us  for  additional  information 
and  order*. 

1  -800-950-51 85 

Innovative  Products,  830  S.  48th,  Grand  Forks,  ND  58201 

PholD  uMd  by  pcfTnlMlon  Hcdtlroni  Ocup.  of  B#dfofd)  PA 


PROTECTtON  PANTS 


Swinisuit  Diapers  I 


Pnvtitis  Ebammmg  Pool  Acddtntt 
Soft,  fi^twdgltt,  outer  layer  wiih  wick- 
away  inner  lining.  Tapered  deagn  pro- 
vides piotectioa  under  a  regular  iwim- 

suiL 

INFANTS  ($9.95^ 
S.M.L,  XL.SL 
YOUTH  ($14.9.S^ 
4/5.  6/7.  8/9. 10/11. 
12/13.14/15 
ADULT  ($17.95) 
S,  M.  L.  XL 


Dry  Night  Pants 


Kt$ps  OuUr  Ctothim  or  BuUtuig  Dry 
Reuiable,  comfoitable  ptnu  offer  wet- 
nesf  protection.  Waterproof  knit  outer 
layer  with  tuper  abcotbcnt  inner  pad. 
Holds  one  cup  liquid. 

YOUTH  ($18.9.5) 
2/3.4/5,6/7.8/9. 
10/11. 12/13. 14/15 
ADULT  ($21 .95) 
S.  M.  L.  XL 

Sltlpping$3.95 
Vlsa/MC  Accepted 
Ask  for  free  cotaglog 


Family  ilU) 
aubhouse 

6  Chiles  Ave. 
Asheville,  NC  28803 
1-800^76-1574 
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The  other  thing  I  want  to  mention  is  that  I  always 
dreamed  of  having  a  child  of  my  own.  I  know  that  it  is 
irregular  for  a  person  who  has  Down  syndrome  to 
father  a  child,  but  I  want  to  have  the  same  lifestyle  as 
everyone  else. 


V' 


^ome  people  thought  we  would  not 
be  able  to  write  a  book.  We  have 
^proven  them  wrong.  We  are  trying 
to  erase  all  the  n£gative  attitudes  that 
people  had  about  Down  syndrome. 

Jason:  Not  everyone  has  the  same  hopes  and  dreams,  but 
we  are  heading  toward  the  same  goal — ^independence. 

1  am  a  senior  now.  I  have  passed  all  my  courses  to 
get  a  regular  diploma.  1  am  going  to  graduate  this  June. 

We  are  thinking  of  a 
graduation  party  and 
aU  that  stuff.  And 
from  there,  we  are 
looking  at  post-sec- 
ondary colleges. 
Later,  1  am  going  to 
get  a  business  and 
live  on  my  own.  I 
dream  to  be  a  father 
with  kids,  but  we 
will  get  into  that 
when  the  time 
comes. 

Mitchell:  I  graduated 
in  1991  with  a  regu- 
lar diploma.  1  am 
currently  working  at 
the  Chamber  of 
Commerce  in  Peek- 
skill,  New  York. 
Recently,  1  inter- 
viewed for  a  new 
position — coordinator  of  consumer  empowerment  for 
Westchester  County  ARC.  1  will  be  filling  that  position 
next  month.  1  will  be  speaking  to  schools,  going  out 
to  the  job  sites  and  helping  to  organize  fund-raisers. 
In  time,  1  might  decide  to  run  for  public  office. 

1  am  independent  now — living  in  a  house  by  myself 
which  is  nearby  my  parents.  1  was  in  a  program  to  get 
ready  to  live  fully  independent.  They  taught  me  many 
different  kinds  of  skills— how  to  cook,  shop,  do  my 
laundry,  finances  or  whatever.  Since  September,  1  have 
been  living  by  myself.  1  felt  very  mature  and  very 
strong  to  make  this  decision  to  live  independently. 


Mitchell  Levitz,  playing  soccer  at  age  10. 
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Comfortable,  secure 
support  anywhere! 

Use  the  Columbia  Positioning  Commode 
freestanding  or  over  any  toilet 


The  choice  is  easy  -  when 
you  have  a  choice!  That's 
why  we  offer  5  different 
commodes  to  suit  your 
child's  support  needs. 

•  Adjust  height,  tilt,  seat 
depth,  footrest  for  ideal  fit 

•  Adjust  pelvic,  chest  belts 

•  Removable  padded 
abductor/splash  guard 

•  Non-slip  padded  child- 
sized  seat 


(-  '  -if 


Ask  for  our  FREE  Full  Color  Catalog 
of  Convenient,  Helpful  Products 


It  includes  the  unique 
Columbia  Car  Seat, 
now  crash-tested  for 
children  20  to  102  lbs., 
up  to  5  feet  tall! 

Handsome,  durable  and 
,jj    convenient  to  use! 

Contact  us  for  your 
nearest  dealer 


COLUMBIA 


Infa-Dent® 

Finger  Toothbrush  and 
Gum  Massager 


*  GENTLY  CLEANS  TEETH 

*  MASSAGES  GUMS 

*  EASY  TO  USE 

Available  At  Your  Nearest  Drug  Store 

Or  Call  1(800)  868-8338 

Nu-Tec  Health  Products,"" Inc 


Circle  #56 


FREE  SAMPLES 


Save  up  to  60%  on  Disposable  Diapers 
And  We  Will  Deliver  Right  to  Your  Door 


To  order,  call  toll-free 

1-800-777-1111 

24  Hour  Service 
Ask  about  our  complete  catalog  including  Depend, 
Attends,  At  Ease,  Comfort  Dry,  Ultra  Shield,  Dri  Pride, 
Promise  and  No-Rinse  Products 

Woodbury  Products,  Inc. 
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Unlocking  Doors 

Mitchell:  What  is  unique  about  our  book  is  that  it's  in 
conversational  form.  And  even  though  there  are  many 
other  books  vmtten  about  Down  syndrome,  there  hias 
never  been  a  book  vmtten  by  two  young  men  who 
have  Down  syndrome.  Some  people  thought  we  would 
not  be  able  to  write  a  book.  We  have  proven  them 
wror\g.  We  are  trying  to  erase  all  the  negative  attitudes 
tliat  people  had  about  Down  syndrome. 
km:  This  book  is 
about  misconcep- 
tions and  stereotyp- 
ing. We  hope  people 
vvith  disabilities  will 
be  accepted  in  the 
community. 

Strangers  can 
become  our  friends. 
We  have  seen  some 
strangers  during 
our  book  tour.  They 
say,  "Hey!  I  know 
these  guys  from 
seeing  them  on 
CNN."  So  are  these 
people  really 
strangers?  People 
say,  "Oh,  I  saw  you 
on  TV,  and  good 
luck  with  your 
book."  People  are 

becoming  aware  and  becoming  our  friends. 
Mitchell:  I  would  like  to  add  that  it  is  a  positive 
influence  on  society  if  they  show  people  like  us  on 
television  talking  about  Down  syndrome.  Let  me  give 
you  one  example — the  television  show  Life  Goes  On. 
That  show  has  shown  that  we  have  the  same  c^abiii- 
ties  as  everyone  else.  It  really  makes  me  feel  good 
knowing  that  people  understand  how  we  feel. 

My  message  is  that  people  with  disabilities  want 
to  be  accepted.  They  want  to  have  opportunities  for 
life.  I  just  want  to  erase  all  the  negative  attitudes  in 
society. 

Jason:  My  message  is  that  people  with  disabilities  have 
hopes,  dreams,  goals  and  feelings — the  same  as  every- 
one else.  I  want  to  use  an  analogy:  There  used  to  be 
locked  doors  on  the  "museum  of  life."  But  with  "the 
key  of  opportunities,"  people  with  disabilities  can 
open  up  those  doors  for  many  possibilities.  Each 
room  has  a  new  adventure.  And  now,  people  are  com- 
ing into  the  museum.  They  should  be  coming  in, 
because  we  don't  want  any  limits  on  expectations  for 
us.  We  have  to  have  high  expectations.  One  of  the 
rooms  in  my  museum  is  going  to  be  about  higher 
expectations  for  parents  and  for  children. 
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Jason  and  prxmi-date  Tami  Roskves. 


DIAFOODS  THICK-IT  " 
brings  the  Joy  of  eating 
back  to  people  with 
swallowing  problems. 

Here's  the  solution  for  the       restricted  diets.  And  it      ^      ;:1  selling  brand  of  Instant 


millions  oi  young  anu  oiu 
who  need  modified  consist 
'  tencios  to  enjoy  eating. 

DIAFOODS  THICK-IT, 

when  mixed  with  hot  or 
cold,  thick  or  thin  liquids  - 
and  pureed  foods,  pro- 
duces any  desired  consis- 
tency quickly  easily  and 
controllably  But  it  does  not 
change  theitaste  onapfiear- 
ance  of  the  food  it  thickens. 

DIAFOODS  THICK-IT  adds 
i^ixteeii  calories  per  table^ 
spoon  for  nouf'shnieiit  but 
IS  very  lowjn  sodium  for 
peo(jle  on  sodium*- 


because  it  will  not  bind 
water  or  fluids. 

DIAFOODS  THICK-IT  is 

the  market-maker  and  the 


ommended  by  speech  and 
language  pathologists, 
dietitians  and  nutritionists 
in  hospitals,  nursing  homes  ^ 
'  and  rehabilitation  facilities  ..  ' 
across,  the  country 

For  product  literature  and 
advice,  a  free  sample 
and  information  where 
DIAFOODS  THICK-IT  may 
.  be  purchased,  call.,." 
(BOO)  333-0003. 


Ftm  •ducational  nwtMlai, 
caU...(800)  333-0003. 

The  booklet  "Dyspiicgia, 
ARmkrwForHMllh 
Pro;»Mionate"  dlscusaes 
causes,  evaluation  and 
treatment  of  dysphagia. 

The  pamphlet  "SwaNowkig 
Prdbieim"  helps  patients 
and  caregivers  ufKierstand 
and  adapt  to  dysphaoia. 
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All  in  the 
Family 

by  Kate  Divine  McAnaney 


r 


It's  family  vacation 
time  again.  Time  to 
make  plans — Where 
shall  we  go?  What  shall  we  do?  Who  will  join  us? 

A  friend  caUs.  We've  been  on  vacation  with  her 
family  before.  She  wants  us  to  go  camping  with  them. 
It  sounds  like  fim.  I  consider  the  place  she  suggests 
and  wonder  aloud,  "Are  there  any  pathways  that  will 
be  paved  or  smooth  enough  for  our  son's  wheelchair 
to  safely  cruise  along?  Will  the  campground  have  an 
area  flat  enough  for  him  to  maneuver  without  assis- 
tance? Can  he  get  to  the  marina  so  he  can  fish?" 

For  our  family,  these  are  the  types  of  questions 
that  we  think  about  before  we  go  anywhere.  Such 
concerns  seem  normal  to  me.  I'm  not  distressed  or 
particularly  frustrated  by  them,  so  I'm  surprised  when 
my  friend  perceives  itiy  questions  differently.  She 
heaves  a  deep  sigh  as  jf  to  say,  "What  a  burden  for 
you!"  Then  she  proceeds  witli  a  suggestion  that  stuns 
me — "Have  you  ever  thought  about  not  taking 
Mahlon?  Maybe  leaving  Imn  somewhere. . .?" 

I  want  to  laugh.  Leave  him  ?  Where?  On  the  road- 
side? At  home  alone? 

At  the  same  time,  I  want  to  cry  because  it's  so 
hard  to  get  people  to  understand  that  Mahlon  is  fam- 
ily. I  want  to  shout  at  her — as  if  that  would  make  her 
understand  more  easily.  "A  family  vacation  without 
part  of  the  family?  Are  you  kidding?  He's  our  child! 
He  likes  to  be  with  us  and  do  the  things  we  do.  He 
likes  to  camp  and  fish  and  ride  in  the  boat.  He  likes  to 
gather  with  everyone  around  the  campfire  to  sing  and 
listen  to  jokes." 

Misjudging  my  silence  as  consensus,  my  friend 
plunges  forward  to  explain  that  it  would  be  good  for 
us  to  do  some  things  without  our  son  to  hold  us  back. 
It  would  relieve  our  burden,  free  us  from  the  obliga- 
tion to  tend  to  his  needs. 

Whoa — now  I'm  insulted!  As  if  my  16  years  as  the 
parent  of  a  child  with  special  needs  hasn't  taught  me 


that  I  have  to  take  care  of  myself.  I  do  take  time  for 
myself!  I  write,  read,  go  to  the  movies,  indulge  in  long 
phone  calls,  have  lunch  with  friends  and  spend  time 
alone  with  my  husband.  My  husband  and  I  also  focus 
some  exclusive  attention  on  each  of  our  children, 
according  to  their  interests  and  abilities. 

Who  does  she  think  she  is?  I  can  appreciate  my 
friend's  concern,  but  not  her  insensitivity.  Rather  than 
answer  her  unintentional  affront  with  one  of  my  own, 
I  make  an  excuse  to  end  the  conversation.  I  tell  her 
I'll  think  about  it. 

Defining  ''Family'' 

In  rejility,  I  don't  need  to  give  my  friend's  suggestion  a 
moment's  consideration.  I  have  a  very  definite  sense 
of  what  "family"  means  to  me.  In  my  definition,  it 
includes  both  of  my  children.  But  I  need  to  think 
about  how  to  explain  that  to  her.  I  want  her  to  under- 
stand what  it  is  like  to  be  the  parent  of  a  child  with 
special  needs.  I  want  her  to  know  that  it's  like  being 
the  parent  of  any  child  and  that  the  child  with  special 
needs  is  an  important  part  of  the  family  unit. 

I  appreciate  it  when  friends  are  concerned  about 
me  and  my  life  as  an  exceptional  parent.  I  feel  sup- 
ported when  they  acknowledge  that  I'm  doing  a  great 
job  with  my  son.  I  always  listen  to  their  suggestions 
and  try  to  hear  them  without  becoming  too  defensive. 
I  know  from  experience  that  some  very  useful  sug- 
gestions come  my  way.  Once,  after  telling  someone 
that  I  had  to  get  up  nearly  every  night  to  turn  Mahlon 
over,  the  person  said,  "You  know,  I  wonder  if  you 
could  screw  a  towel  bar  onto  the  wall  beside  his  bed 
so  he  could  pull  himself  c  er?"  I  immediately  recog- 
nized that  suggestion  as  a  jewel.  I  went  home  and  did 
it,  and  it  worked!  I  wish  I  could  think  up  all  the  good 
ideas  by  myself,  but  I  have  to  adinit  that  I  can't. 
Sometimes,  the  obvious  is  difficult  to  see,  so  I  try  to 
keep  an  open  mind  when  someone  makes  a  sugges- 
t  ion.  I  constantly  sort  the  useful  from  the  ridiculous. 
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the  helpful  from  the  insulting  and  the  supportive  from 
the  insensitive. 

My  friend's  suggestion  that  we  exclude  Mahlon 
because  he  has  cerebral  palsy  and  uses  a  wheelchair 
is  easily  categorized  as  ridiculous,  iiisulting  and 
insensitive.  Would  she  also  suggest  excluding  a  child 
who  has  obnoxious  habits?  I  have  been  on  group  out- 
ings where  I  had  to  endure  other  people's  children 
who  were  far  more  troublesome  than  the  relatively 


ing  to  take  any  child  I  got.  Since  then,  I  have  asked 
myself  what  I  would  have  done  if  I  had  known  before 
he  was  bom  that  Mahlon  would  have  special  needs.  I 
don't  have  an  answer.  I  really  don't  know  what  deci- 
sion I  would  have  made,  so  I  don't  judge  anyone  else's 
decisions  on  that  issue.  It's  too  easy  to  moralize  about 
someonf!  else's  life  when  you're  not  in  their  shoes. 

I  do  know  that  when  my  son  arrived  prematurely 
and  managed  to  survive  despite  liis  low  birth  weight 
and  immature  lungs,  I  was  hooked.  I  didn't  care  what 
special  needs  this  little  fellow  would  have — I  loved 
him.  I  was  his  mother! 

As  time  passed  and  his  needs  became  obvious,  my 
feelings  about  him  didn't  change.  He  didn't  "become  a 
buiden"  or  "create  an  obligation."  He  was  still  just  my 
child.  I  never  even  considered  not  helping  him  in 
every  way  I  could.  I  didn't  even  think  about  not 
including  him  in  my  life.  He  was  family 

Certainly,  there  have  been  frustrating  times, 
annoying  situations  to  deal  with  and  overwhelming 
tasks  to  accomplish.  But  we  plod  along,  one  step  at  a 
time,  trying  to  find  humor  in  our  experiences.  Yes,  our 
life  IS  Imuted  m  some  ways,  but  so  what!  Every  farmly 


simple  logistical  problems  posed  by 
my  son's  wheelchair. 

Every  Family  has 
Limitations 

1  tiy  to  put  my  hurt  feelings  aside.  I 
tell  myself  that  my  friend's  sugges- 
tion arose  from  her  lack  of  experi- 
ence rather  than  any  malicious 
intent.  I  realize  that  she  is  looking 
at  my  life  from  the  outside  and 
unagining  herself  in  my  place.  The 
tasks,  the  special  preparations  and 
the  efforts  that  I  have  come  to  take  for  granted  seem 
overwhelming  to  her.  Or  maybe  she  can't  imagine 
herself  in  my  position  because  it's  unsettling  and 
uncontfcr*able  for  her  to  look  at  my  life. 

I  want  to  tell  that  I  was  imcornfoitable  at  first,  too, 
I  didn't  tliink  1  would  be  any  good  at  this  kind  of  par- 
enting either,  but  I've  learned  along  the  way  When  I 
chose  to  become  a  mother,  I  decided  that  I  was  will- 


lives  within  some  limitations — economic,  occupa- 
tional, geogrE^hical  or  even  self-imposed.  The  fact 
that  our  son  uses  a  wheelchair  is  just  a  fact  of  life. 

Our  family  can't  enter  every  building  through  the 
front  door,  but  we've  sometimes  foimd  it  far  more 
uiteresting  to  enter  through  the  back.  When  we 
toured  the  White  House,  my  son  was  able  to  enter 
through  the  kitchen  and  ride  in  the  Pier'dent's  eleva- 
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SPECIAL  PRODUCTS 
FOR  SPECIAL 
PEOPLE 

Over  4,000  Quality 
Therapeutic  and 
Recreation  Products 

•  Manipulatives/Positioning 

•  Living  Aids/Ride-Ons 

•  Balance  Equipment/Mats 

•  Aquatic  Aids/Sports 
Equipment 

•  Adapted  Furniture/ 
Toys/Games 

•  PLUS...  a  special  section 
featuring  SNOEZELEN...  sensory  stimulation 
products  in  a  positive,  structured  environment 

Prompt  Delivery!  Fully  Guaranteedi 
Low  Cost  Shipping! 

nAGHOUSE 

MC. 

150  No.  MacQuesten  Pkwy.,  Sulto  95307  Ml  Vemon,  NY  10550 

CALL  TOLL  FREE  ( 800)  793-7900 

FAX  TOLL  FREE  (800)  793-7922 
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Laureate 


TALKING  SOFTWARE  FOR  SPECIAL  NEEDS 


Free  Bookl 

Laureate's  book,  Sequential  Software  for  Language 
Intervention,  describes  seven  stages  of  language 
development  from  birth  to  adulthood.  Learn  how 
our  talking  software  can  improve  your 
child's  communication  skills. 


Call  for  a 
FREE  BOOK 
and  our  new 
1994  catalog. 
1. 800-562-6801 


Laureate 

1 10  East  Spring  Slrft-l 
VVinooski.VT  05404 
l-H02-65.')-475f. 


tor  to  join  the  tour  group  on  the  second  floor.  He 
watched  the  kitchen  staff  prepare  the  President's  lunch 
and  discovered  that  the  President  himself  had  used  the 
same  elevator  just  ten 
minutes  before — quite 
a  thrill  for  a  boy  who 
loves  American  his- 
tory! 

On  that  same  trip, 
we  got  to  enter  the 
National  Archives 
building  through  a  ser- 
vice entrance.  We 
walked  past  cases  of 
documents  that  were 
no  longer  on  public 
display  and  some  that 
were  weuting  to  be  cat- 
aloged. It  was  fascinat- 
ing for  all  of  us. 
Sometimes  just  finding 
an  accessible  door  or 
an  elevator  is  an 
adventure  in  itself. 
Other  times  it's  annoy- 
ing. We  have  done  it 
for  so  long,  that  we  don't  think  about  it  much  anymore. 

Willing  to  Make  Things  Work 

How  can  I  explain  to  my  friend  that  I  love  my  son  just 
as  much  as  she  loves  hers?  How  can  I  make  her  see 
that  what  she  perceives  as  a  burden,  I  see  as  a  loving 
commitment?  How  can  I  convey  that  she  is  the  one 
who  doesn't  know  how  to  live  with  disabilities,  hot  I? 

It's  family  vacation  time,  but  I  don't  think  we  will 
go  camping  this  year.  I  think  we'll  try  something  more 
dramatic — like  traveling  by  treun  through  Europe. 
Maybe,  by  seeing  that,  my  friend  will  realize  that  we 
are  willing  to  make  things  work.  We  are  a  family  who 
eryoys  traveling  and  sharing  experiences.  Where  we 
go,  when  we  go,  and  how  we  go  will  always  bt 
affected  by  the  fact  that  one  family  member  is  in  a 
wheelchair,  but  one  thing  is  certain — as  long  as  our 
children  want  to  travel  with  us,  we  will  go  on  family 
vacations  with  the  en  tire  family. 


Family  vacation:  (from  left)  Kale, 
Maidon,  Michael  and  Patrick  at 
Multnomah  Falls,  Oregon. 
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KaCe  Divine  McAnaney  is  a  counselor  and  advocate 
for  United  Cerebi'al  Palsy  of  Monterey  and  Santa 
Cruz  Counties,  California.  Slie  has  written  several 
articles  for  Exceptional  Parent,  and  is  tlie  author  of  I 
Wish. . .  Dreams  and  Realities  of  Parenting  a  Child  with 
Special  Needs  (UCPA  1992;  ISBN  0-9632338-0-7; 
$8.95,  available  through  Exceptional  Parent  Library). 
She  lives  in  Camiel  Valley  witti  her  husband  and 
their  two  sons. 
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By  David  and 
Susan  Brooks 

■■^fore  our  son  was  diag- 
IC  nosed  with  autiem,  we 
mm  had  a  timetable  for  life's 
important  vacation  rites.  We 
had  plaimed  trips  to  the  circus, 
visits  to  the  zoo,  tours  of  muse- 
ums and,  of  course,  that 
pilgrim^e  to  America's 
middleKilass  Mecca— Disney 
World.  As  far  as  the  Disney  trip 
was  concerned,  we  had  agreed 
to  wait  until  our  two  cliildren, 
five-year-old  Stephanie  and 
four-year-old  Peter,  were  old 
enough  to  appreciate  and 
remember  all  the  rides. 

Peter's  diagnosis  resulted  in  many  changes  for  our 
family,  but  our  vacation  plans  remained  the  same.  Our 
family  vacations  have  become  experiments  in  disability- 
access  planning  and  tests  of  our  son's  emerging  abili- 
ties. As  we  mastered  short  visits  to  relatives  and  day 
trips  to  petting  zoos,  we  knew  the  true  challenge  was 
still  ahead— we  wanted  to  make  a  trip  to  Disney  World 
and  live  to  tell  about  it. 

This  article  is  the  story  of  our  trip.  We  hope  other 
exceptional  families  will  be  able  to  benefiit  from  our 
experiences.  It  wasn't  a  perfect  vacation,  but  it  was 
very  rewarding  for  all  of  us. 

Lx>gistics  and  Planning 

A  lot  was  involved  in  taking  a  four-year-old  child  with 
autism  on  a  tour  of  Orlando's  msyor  toiuist  attractions. 
Our  first  step  was  to  make  an  honest  assessment  of 
our  son's  abilities  and  needs.  Despite  his  autism,  Peter 
is  generally  a  well-behaved  child.  He  has  some  speech 
and  is  toilet-trained.  Urlike  some  children  with  autism, 
he  is  not  distressed  by  changes  in  his  routine  or  envi- 
ronment. However,  he  does  engage  in  some  self-stimu- 


Peter  plays  at  the  "Honey,  I  Shrunk  the  Kids"  play  area 
at  Disney-MGM  Studios,  Disney  World. 


latory  behavior  that 
is  quite  noticeable, 
and  appears  quite 
odd  to  most 
passersby.  He  also 
has  occasional 
tantrums. 

Since  autism  is 
not  a  physically 
"obvious"  disability, 
my  wife  and  I  were 
concerned  about 
other  people's  reac- 
tions to  Peter's  occa- 
sional odd  behaviors 
and  apparent  inabil- 
ity to  understand  speech.  More  worrisome  was  Peter's 
absolute  lack  of  patience.  Throwing  him  into  the  "end- 
less" lines  of  one  of  the  worid's  most  popular  resorts 
was  a  frightening  prospect. 

In  speaking  to  another  family  of  a  child  with 
autism,  we  learned  that  the  Disney  organization  is  very 
accommodating  toward  people  with  all  sorts  of  disabil- 
ities. We  called  Disney,  and  after  several  transfers  to 
the  wrong  department,  finally  reached  Disabled  Cus- 
tomer Services. 

Our  first  question  had  to  do  vnth  Disney's  policy 
toward  "non-obvious"  disabilities  such  as  autism.  As 
we  had  hoped,  the  Disney  representative  was  helpful 
and  understanding.  She  explained  that  a  "special  assis- 
tance pass"  was  available.  This  pass  could  be  used  to 
obtain  preferential  access  to  many  attractions.  The 
customer  service  representative  asked  only  that  we 
use  the  pass  with  discretion — we  should  wait  if  the 
lines  weren't  long  and  our  child  was  handling  tlie  situa- 
tion cEilnily.  Our  special  assistance  pass  and  related 
brochures  on  accessibility  to  the  Disney  resorts  arrived 
in  the  mail  within  a  week. 
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off  to  Disneyl 

One  of  the  benefits  of  frequent  flying  is  the  nonchalant 
attitude  you  get  when  boarding  an  airplane  Though  not 
a  frequent  flyer,  Peter  took  the  trip  in  stride.  In  fact,  his 
enthusiasm  and  engagement  surprised  us.  He  peered 
out  the  window  intently  during  the  flight,  quietly  watch- 
ing the  world  from  above  the  clouds. 

The  only  problem  we  encountered  that  day  occurred 
with  a  long  wait  for  a  rental  car  at  'he  Orlando  airport 
After  10  minutes  in  line,  Peter  began  to  scream  and 
writhe  on  the  floor — behavior  that  might  go  unnoticed 
in  a  two-year-old,  but  we  got  more  than  a  few  stares.  We 
managed  to  treat  the  tantrum  as  "just-your-nonnal- 
everyday-kid-throwing-a-fit"  and  finally  got  our  car.  We 
arrived  at  the  hotel,  jumped  in  the  pool  and  tried  to  plan 
our  next  day's  activities. 

Revenge  of  the  Flying  Dumbos 

We  decided  to  tackle  the  Magic  Kingdom  first  We 
approached  the  parking  lot  and  paid  our  four  dollars. 
We  could  see  the  top  of  Cinderella's  Castle  over  the 
tops  of  the  distant  trees.  Squeals  came  from  the 
back  seat  as  we  pulled  into  an  empty  parking 
space.  Since  it  was  mid-November,  the  parking 
lot  was  not  crowded,  and  we  were  able  to  park 
quite  close  to  the  entrance.  We  applauded  our 
good  fortune,  boarded  the  Ma^c  Tram  and  set 
off  on  our 
adventure. 

Stephanie  found  the  monorail 
tluilling,  and  her  excitement  was 
contagious.  By  the  Ume  we  had 
arrived  at  the  Ma^c  Kingdom  rail 
station,  Peter  began  to  bounce, 
hopping  up  and  down  in  anticipa- 
tion of  what  lay  ahead.  We  began 
by  boarding  an  old-fashioned  car 
for  a  ride  down  Main  Street  USA  to 
Cinderella's  Castle. 

"Rella,  ReUa!,"  Peter  shouted  as 
we  got  out  of  the  car  and  admired 
the  scene  from  a  favorite  fairy  tale. 
His  eyes  lit  up  with  joy  as  he 
walked  up  the  staircase. 

My  wife  and  1  exchanged  know- 
ing glances  of  self-approval,  as  if  to 
say  silently.  "Yes,  we  reaUy  did  make  the  right  decision 
to  bring  Pete."  Of  course,  that  was  before  we  saw  the 
Flying  Dumbo  ride. 

Peter  spotted  it  first.  "Diunbo!  Diunbo!,"  he  cried  as 
he  pulled  eagerly  against  my  grip.  Peter  had  always 
eryoyed  the  movie  Dumbo,  and  seeing  his  favorite  story 
come  to  life  was  almost  too  much  to  bear. 

"Dumbo!  Dumbo!,"  he  yelled.  Stephanie  wanted  no 
part  of  this  "kiddie"  ride  and  towed  Susan  to  the  merry- 


Aocessible  OrlaiMlo 

•  The  OAando^f^wige  Gono^  C(Mive«iti<»  and  ^tors 
Bureaa  can  offer  recommendations  and     for  accessible 
travel,  as  Well  as  gemiral  infotmation  about  area  attractions. 
Theycanbeieacihed^ 

mth  Dbabmes.  lb  get  a  copy,  call  (407)  824-4821,  voice  or 
(407)  ^7-5141,  TDD.  Fbr  information  on  aocesMble  Disney 
acconunodatioiiis,  caU  (407)  934-7639,  voice  or  (407)  345- 
6984,  TDD. 

•  IMveisai  Stddiocl  Florida  has  prepared  a  thoTOUftjiShidio 
GmdeJ^cn^Ght^MmDisOili^  Foracq>y,cs^(407) 
363^,  yoioe  or  (407)  ^8265,  TDD.  , 

•  Sea  \(^d  fei^»TOs  ^eelchair  seathig  at  all  fitcjlities,  as 
weD  as  \riieetehair  rentals.  For  further  accessibility  informa- 
tion^  caU  (407)  361-3800,  voice  or  (407)  36^2617,  TDD. 


The  only  problem  was  that  Susan  had  taken  the  special 
assistance  pass  and  left  me  stranded  with  a  very 
excited  and  impatient  four-year-old  who  could  not 
understand  why  he  had  to  wait 

His  screaming,  kicking,  yelling  and  crying 
went  beyond  normal  tantrums.  When  that 
didn't  persuade  me  to  put  him  on  the  ride  imme- 
diately, he  began  the  repetitive  sing-song 
sotmds  he  makes  to  calm  himself.  I  finaliy 
noticed  the  stares  as  other  parents  watched 
this  odd  display.  "Watch  the  kicking,"  a 
woman  said,  not  to  me  but  to  her  daughter 
Another  30  minutes  of  kicking  and  whin- 
ing passed  before  we  boarded  Dumbo  for  our 
90-second  joy  ride.  "Hmmy  Mouse!  Hmmy 
Mouse!,"  Peter  shrieked  as  he  spotted 
Dumbo's  diminutive  friend  perched  above  the 
mirrored  ball  in  the  center  of  the  ride.  Round 
and  round  we  spun,  up  and  down,  flying  as 
Dumbo  does  in  the  movie.  The  ride  was 
much  too  short. 


Peter  and  sister  Stephanie  meet 
a  favorite  Disney  character. 


New  Survival  Tactics 

After  the  "Dumbo  Incident,"  Susan  and  I 
agreed  to  stick  together  and  use  the  special 
assistance  pass  whenever  necessary.  We  also 
decided  to  make  advance  plans  by  scouting  out  each 
ride  first — Where  is  the  special  entrance?  Can  we  go 
"in"  the  "out"  door?  Are  the  lines  too  long?  Is  the  ride 
woith  the  elTort? 

With  our  new  survival  tactics,  we  spent  the  rest  of 
tne  day  wandering  happily  through  the  Kingdom,  er\joy- 
ing  the  park  like  any  other  "unexceptional"  family. 

Pet«r's  favorite  rides  were  very  fast  and  very  physi- 
cal. He  had  little  interest  in  movies  or  live  shows  like 


go-round.  Peter  and  I  got  in  line  for  the  Flying  Dumbos.      the  Country  Bear  Jaynboree,  but  he  loved  Tlmnder 
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Mmmtain  Railroad,  Flight  to  Mars  and  Peter  Pan's 
Flight.  He  had  less  interest  in  slow  moving  rides  like 
It's  a  Small  World  or  Pirates  of  the  Caribbean. 

With  the  help  of  the  special  assistance  pass,  our  trip 
was  very  eiyoyable.  Perhaps  the  most  difficult  chal- 
lenge was  getting  Peter  to  "transition"  from  one  good 
experience  to  another. 

Should  You  Go? 

Despite  the  challenges,  we  plan  to  return  to  Disney 
World  again  in  a  few  years  with  Peter  and  Stephanie. 
Access  for  children  with  developmental  disabilities 
was  good-to-excellent,  and  we  feel  that  the  experience 
was  a  good  one  for  Peter. 

Despite  the  lack  of  obvious  physical  disabilities, 
Peter  was  never  denied  access  to  the  special  entrance 
of  any  ride.  Most  of  our  Disney 
hosts  were  accommodating 
and  unquestioning  of  the  legiti- 
macy of  our  pass,  although  a 
few  had  never  seen  one  and 
studied  it  carefully.  Everyone 
treated  us  with  respect  and 
courtesy. 

We  also  had  good  experi- 
ences at  EPCOT  and  Disney/ 
MGM  Studios,  except  that  both 
kids  found  EPCOT  to  be  much 
too  "slow" — with  the  exception  of  Met  Life's  Body 
Wars,  Norway's  Maelstrom  log  flume  ride  and  GE's 
fireworks  and  light  show. 

Traveling  during  the  off  season  is  the  only  way  to  go. 
The  normal  spring  and  summer  crowds  are  difficult  for 
most  families  to  handle,  and  would  be  impossible  for 
most  families  with  special  needs.  Though  the  park  is  only 
open  until  7  p.m.  dming  fall  a'- '  winter  seasons,  you  can 
still  pack  a  lot  into  a  day  by  gf    ng  an  early  start 

Before  you  make  the  iiip,  weigh  the  pros  and  cons 
in  terms  of  your  family's  special  needs.  The  normal 
hassles  of  any  family  vacation  are  magnified  by  the 
special  problems  associeited  with  your  child's  disability. 

The  hassles  are  often  worth  it,  however,  The  stress 
fades  as  you  look  back  on  the  fun  moments.  Your  chil- 
dren who  don't  have  disabilities  will  have  a  vacation 
experience  like  those  of  most  of  their  friends.  Your 
child  with  a  disability  will  receive  respectful  acconuno- 
dation  of  his  or  her  special  needs.  And  parents  will  cre- 
ate singularly  imique  family  memories. 


Susan  Brooks  with  Peter. 


David  and  Susan  Brooks  live  in  Morris  Plains,  New 
jersey,  with  their  two  children,  Stephmi^e  and  Peter. 
David  is  a  marketing  communications  manage): 
Susan,  a  former  business  systems  analyst,  is  an 
active  member  of  the  parents  association  at  Peter's 
schx)ol,  The.  Developmental  Learning  Center  in 
Cliatham,  New  Josey. 
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kid'kart 

cares  about  kids. 


ktd 

tiit/reclinetm 


made  in 
USA 
PATENT  PENDING 


Proving  good  looks,  convenience 
and  proper  positioning  worl( 

wonderfully  together. 


kta-EZ.  Adjuttabl*  High  Chair  Bm 


*  Three  Models 

*  Grows  from 
infant  to  age  7 

*  Complete 
Positioning 
System 

Easy  to  fold 
Easy  to  transfer 
Easy  to  adjust 

11-800-388-5278 

126  RoMbud,  «1 
Bslgrade,  Montana 
59714 
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TVavel  Resources 

The  following  government  offices  can  offer  referrals  and  information  about  accessible 
services,  accommodations,  attractions  and  tourist  destinations  in  each  state  (USA ) 
orpromnce  ( Canada ). 


ALABAMA 

Dept  of  Tourism 

401  Adams  Ave,  Ste126 

PO  Box  4309 

Montgomery,  AL  36103-4309 
(800)  252-2262 
(800)  548-2547,  TDD 
(205)242-4169 
(205)242-4717 

AlASKA 

Alaska  Division  of  Tourism 
PO  Box  11 0801 
Juneau,  AK  9981 1-0801 
(907)465-2010 

MOZONA 

Office  of  Tourism 
11 00  W  Washington 
Phoenix,  AZ  85007 
(800)  842-8257 
(602)  542-8687 

MtMNSAS 

Dept  of  Parte  and  Tourism 
One  Capitai  Mail 
Little  Rock,  AR  72201 
(800)  644-4833 
(501)  682-7777,  V/TDD 

CM.IFORNM 

Office  of  Tourism 
801  KSt,Ste1600 
Sacramento,  CA  9581 4 
(800)  862-2543 
(916)322-1397 

COLORADO 

Denver  Commission  for  People 

with  Disabilities 
303  W  Colfax,  Ste  150 
Denver,  CO  80204 
(303) 640-3056 
(303)  640-3840,  TDD 

CONNECTICUT 

Development  and  Tourism 
865  Brook  St 
Rocky  Hill,  CT  06067 
(800)  282-6863 
(203)  258-4355 

DOAWARE 

Tourism  Office 
99  Kings  Hwy 
PO  Box  1401 
Dover,  DE  19903 
(800)441-8846 

OlSnnCTOFCOLUM^iU 

Convention  and  Visitur  Ctr 
121 2  New  York  Ave  NW 
Washington,  DC  20005 
(202)  3C7-1697 
(202)  962-1825 
(202)47?  265 


aomuM 

Division  of  Tourism 
126WVanBuren 
Tallahassee,  FL  32399-2000 
(904)487-1462 

GEORGIA 

Dept  of  Industry,  Trade 

and  Tourism 
PO  Box  1776 
Atlanta,  GA  30301 
(800)  847-4842 
(404)  656-3590 

HAWAII 

Hawaii  Visitor's  Bureau 
2270  Kalakaua  Ave 
Honolulu,  Hawaii  96815 
(800)  257-2999  (recorOing) 
(808)923-1811 
(808)  546-2565,  TDD 

IDAHO 

Dept  of  Commerce 
PO  Box  83720 
Boise,  ID  83720-0093 
(800)  635-7820 
(208)  334-2470 

ILUNOIS 

Central  Illinois  Tourism  Council 
629  E  Washington 
Springfield,  IL  62701 
(800)  822-0292 
(312)793-2094 

INDIANA 

Dept  of  Commerce  Tourism 

Division 
One  N  Capital,  Ste  700 
Indianapolis,  IN  46204 
(800)  382-6771 
(317)232-8860 
(317)  232-5977,  TDD 

nwA 

Dept  of  Economic  Development 

Tourism  Division 
200  E  Grand  Ave 
Des  Moines,  lA  50309 
(800)  345-4692 
(515)242-4705 

KANSAS 

Ddpt  of  Commerce 

anc'  Housing 
Travel  and  Tourism 

Development 
400  SWHanison,  Ste  1300 
Topeka.KS  66603-371 2 
(800)  252-6727 
(913)296-2009 
(913)  296-3487,  TDD 


KENTUCKY 

Dept  of  Tiavel  Development 
Capitol  Plaza  Tower 
500  Mere  St,  Ste  2200 
Frankfort,  KY  40601 
(800)  225-8747 
(800)  225-7275,  TDD 
(502)  564-4930 

LOUISIANA 

Louisiana  Tourism  Center 
PO  Box  94291 

Baton  Rouge,  LA  70804-9291 
(800)  334-8626,  V/TDD 

MAINE 

Publicity  Bureau 
PO  Box  2300 
Hallowell,  ME  04347 
(800)  533-9595 
(207)  623-0363 

MARYLAND 

Dept  of  Tourism 
21 7  E  Red  Wood  St,  9th  Fl 
Baltimore,  MD  21202 
(800)  445-4558,  Ext  103 
(800)  735-2258,  TDD 

MASSACHUSETTS 

Office  of  Travel  and  Tourism 
100  Cambridge  St,  13th  Fl 
Boston,  MA  02202 
(800)  447-6277 
(617)727-3201 

MKHIGAN 

Michigan  Travel  Bureau 
333  S  Capitol 
Lansing,  Ml  48909 
(800)  543-2937 
(000)722-8191,  TDD 

MINNESOTA 

Office  of  Tourism 
121  E  7th  PI 
Metro  Sq 

St  Paul,  MN  55101 
(800)  657-3700 
(612)296-5729 

MISSISSIPPt 

Metro  Jackson  Convention 

and  Visitor's  Bureau 
PO  Box  1450 

Jackson,  MS  39215-14500 
(800)  354-7695 
(601)960-1891 

MISSOURI 

Division  of  Tourism 

PO  Box  1055 

Jefferson  City,  MO  65102 

(800)8/7-1234 

(314)751-4133 


MONTANA 

Travel  Montana 
PO  Box  200533 
1424  9th  Ave 
Helena,  MT  59620 
(800)  847-4868 
(406)  444-2978,  TDD 

NEBRASKA 

Nebraska  Tourism 
PO  Box  30370 
Lincoln,  NE  68509 
(402)471-5497 

NEVADA 

Commission  of  Tourism 
Capitol  Complex 
Carson  City,  NV  89701 
(800)  638-2328 
(800)  326-6868,  TDD 

NEW  HAMPSHIRE 

New  Hampshire  Tourism 
PO  Box  1856 
Concord,  NH  03302 
(603)271-2665 

NEW  JERSEY 

Office  of  Travel  and  Tourism 
CN-826 

Trenton,  NJ  08625 
(800)  537-7397 
(609)  292-2470 

NEWMEXKO 

DeptofTourisr- 
Lamy  Bidg 

4910ldSantaFeTrail,Rm117 
Santa  Fe,  NM  87503 
(505)  827-6465 
(505)  827-6329,  TDD 

NEW  YORK 

Division  of  Tourism 
One  Commerce  Plaza 
Albany,  NY  12245 
(800)  225-5697 
(518)474-4116 

NORm  CAROLINA 

Dept  of  Tourism 
430  N  Salisbury  St 
Raleigh,  NC  27611 
(800)  847-4862 

NORTH  DAKOTA 

Tourism  Division 
604  E  Blvd 
Bismarck,  ND  58505 
(800)  435-5663 
r/01)  224-2525 


OHM 

Dept  of  Tourism  and  Travel 
77  S  High  St,  29th  Fl 
Columbus,  OH  43266 
(800)  282-5393 
(614)486-8844 

(614)  462-4951,  TDD 
(call  collect) 

OKLAHOMA 

Tourism  and  Recreation 
241  N  Uncoln 
500  Will  Rogers  Bidg 
Oklahoma  City,  OK  73105 
(405)521-2406 

OREGON 

State  Office  of  Tourism 
11 15  Commercial  SINE 
Salem,  OR  97310-1001 
(503)  378-6305 

PENNSYLVANIA 

Travel  Dept 
453  Forum  Bidg 
Harrisburg,  PA  17120 
(800)  847-4872 
(800)332-8338,  TDD 

PUERTO  RKO 

Division  of  Tourism 
PO  Box  4435 
Old  San  Juan  Station 
San  Juan,  PR  00905 
(809)721-1712 

RHODE  ISLAND 

Rhode  Island 

Dept  of  Economic  Development 
7  Jackson  Walkway 
Providence,  Rl  02903 
(800)  556-2484 
(401)  277-2601 

SOUTH  CAROLINA 

Dept  of  Parte,  Recreation 

and  Tourism 
1205  Pendleton  St 
Columbia,  SC  29201 
(800)  346-3634 
(803)  734-0235 

SOUTH  DAKOTA 

Chamber  of  Commerce 
PO  Box  747 
Rapids  City,  SD  57709 
(800)  487-3223 
(605)343-1744 

TENNESSEE 

Tennessee  Tourist  Development 
PO  Box  231 70 
Nashville,  TN  37202-31 70 

(615)  741-2158 
(615)  741-0691,  TDD 
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Association  for  the  Care  of  Children's  Health 
29th  Annual  Conference 

May  22-25, 1994 
Westin  Harbour  Castle  Hotel  O  Toronto,  Canada 


Conference  Highlights: 


Sunday.  May  22 
Opening  of  Exhibit 
Hall  followed  by 
Celebrating  Parent/ 
Professional  Partner- 
ships Reception 

Monday.  May  23 
Opening  Plenary  — - 
Commemorating 
Victoria  Day  in 
Canada  "Health 
Status  of  Children 
in  the  Industrial- 
ized World:  Reform- 
ing Health  Care" 


Wednesday.  May  25 

4th  Annual  Brazelton 
Lecture:  with  introduc- 
tory remarks  by  Dr.  T. 
Berry  Brazelton: 
"Dreams,  Schemes, 
and  Flying  Machines: 
The  Children's 
Hospital's  Vision, 
Strategy,  and  Perspective 
foi  Family-Centered 
Services" 


Tools  for  Pediatric  Health  Care 
in  the'90s ...  and  beyond 


President's  Luncheon  — 
"Top  Hat  and  Tales  in 
Your  Tool  Box: 
Storytelling  as  a  Tower' 
Tool  Anyone  Can  Use" 


Tuesday.  May  24 

4th  Annual  ACCH 

Corporate  Breakfast 

and  Plenary  —  "Macaroni  at  Midnight" 


Closing  Plenary:  "Tools 
for  Pediatric  Health  Care 
in  the '90s  and  BEYOND: 
Connecting  with  the  Spiritual  Aspects  of  Our 
Work"  with  dramatization  of  "The  Goop-Ooze 
Story  of  Creation" 


PLUS  MUCH  MORE  FOR  PARENTS  & 
PROFESSIONALS: 
1994  ACCH/NACHRI  Capitol  Hill  Photo  Exhibit: 
"Visions  of  Caring"      130  Concurrent  Sessions 
95  Poster  Sessions    '  60  Exhibitors 
And  great  social  events  in  an  enchanting  city! 

IL    A  heart  shellored  by  a  root  linked  by  another  heart,  to  symbolize  life  and  love  in  a  home  where  one  tinds  "''"O-'^f^^^^ 

tSae  he  nes^^  oler  nc  and  acceptance  -  that  is  the  symbolism  conveyed  by  the  emblem  ot  the  Intevna  onal  Year  of  the  Family  1994- 
XCV^  The  open  tle^^  ^°""""»V  with  a  hint  of  uncertainty.  The  brush  stroke,  with  its  open  line  roof,  completes  an 

CD?/-  international  Year  of  the  Family  1994  and  a«^t<ti)  be  recognized  as  official  partners  of  the  sa.d  Committee. 
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The  choice 
is  easy . . . 

A  Columbia  Toilet  Support 
gives  your  child  independence, 
privacy  and  secure  support 


LOW  BACK.  STYLE  FOR 
BASIC  TRUNIOSUPPORT 


The  choice  is  easy  - 
when  you  have  a  choice! 
That's  why  we  offer  5 
models  to  suit  your 
child's  support  needs. 

•  Easy  mount,  easy  off! 

•  Adjustable  height 

•  Fits  any  toilet:  school, 
home  or  institutional 


Ask  for  our  FREE  Full  Color  Catalog 
of  Convenient,  Helpful  Products 


It  includes  the  unique 
Columbia  Car  Seat, 
now  crash-tested  for 
children  20  to  102  lbs., 
up  to  5  feet  tall! 

Handsome,  durable  and 
convenient  to  use! 

Coniitci  us  for  your 
nearest  deder 


COLUMBIA  -  I  ' 
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TEXAS 

Travel/Information  Division 

125E11thSt 

Austin,  TX  78701 -2483 

(800)  452-9292 
(512)463-8586 

UTMI 

Travel  C^Duncil 
Council  Hall,  Capitol  Hill 
Salt  Lake  City,  l/T  841 14 

(801)  538-1030 

VERMONT 

Division  of  Vocational 

Rehabilitation 
1 03  S  Main  St 
Watert)ury,vr  05671 -2303 

(802)  241-2186,V/TDD 

VIRGINIA 

The  Opening  Door 
8049  Omi-ssby  Ln 
Woodford,  VA  88580 
(804)  633-6752 

WASHINCFON 

Dept  of  Commerce  and 

Economic  Development 
Tourism  and  Travel  Division 
RSVP  Volunteers 
PO  Box  42500 
Olympia,WA  98504-2500 
(206)  586-2P88 

WEST  VIRGINIA 

Division  of  Tourism,  Pari<s 

and  Recreation 
State  Capitol  Complex 
Bldg  6,  Rm  B564 
Charleston,  WV  25305 
(800)  225-5982 
(304)  348-2764 

WISCONSIN 

Wisconsin  Travel 
Infomiation  Ctr 
PO  Box  7606 
Madison,  Wl  53707-7606 
(800)  372-2737 
(608)266-2161 

WYOMING 

Division  of  Tourism 
1-25  at  College  Dr 
Cheyenne,  WY  82002 
(800)  225-5996 


CANADA 

ALBERTA 

Alberta  Economic 

Development  and  Tourism 
10155 102nd  St 
3rd  Fl,  Commerce  Bldg 
Edmonton,  Alberta  T5J  4L6 
(800)661-8888 
(403)427-43213 


BRmSHCOLUMBU 

Ministry  of  Tourism 
The  Parliament  Bdigs 
in  British  Columbia 
Victoria,  BCV8V 1X4 
(800)  663-6000 

MANITOBA 

Travel  Manitoba 
155CarttonSt,  7th  Fl 
Winnepeg,  Manitoba  R3C  3H8 
(800)  665-0040 
(204)  945-3777 

NEW  BRUNSWICK 

Information  unavailable 


NEWFOUNnUWD 

Dept  of  Tourism  and  Culture 
PO  Box  8730 

St  Johns,  Newfoundland  A1 B  RK2 
(800)  563-6353 
(709)  729-2830 

NOVA  SCOTIA 

Nova  Scotia  Dept  of  Economic 
Development  and  Tourism 
PO  Box  456 

Halifax,  Nova  Scotia  B3J  2R5 
(800)  565-0000,  Canada 
(800)341-6096,  USA 
(902)  424-5014 


ONTARIO 

Ontario  Tourism 
111  LisgarSt 
Ottawa,  Ontario  K2P  2L7 
(613)237-5150 

Ministry  of  Culture,  Tourism 

and  Recreation 
Customer  Sales  and  Service 
77  8loorStW,9thFI 
Toronto,  Ontario  M7A  2R9 
(800)  668-2746 
(416)314-7552 
(416)3140944 

QUEBEC 

Direction  de  Communication 
800  Tour  de  la  Victoria 
PO  Box  125,  Office  260 
Montreal,  Quebec  H4Z1C3 
(514)873-7977 

Tourisme  Quebec 
PO  Box  979 

Montreal,  Quebec  H3C  2W3 
(800)-363-7777 

SASKATCHEWAN 

Tourism  Saskatchewan 
191 9  Saskatchewan  Dr 
Regina,  Saskatchewan  SP-3V7 
(800)667-7191 
(306)  787-230C 
(306)  777-5141,  TDD 
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When  he's  at  school  with  everyone  else,  the  last  thing  he  needs 
to  worry  about  is  where  to  write  and  put  his  Iwoks.  With  the 
\IYDESC"  FlipTop  Storage  Desk,  he  has  his  own  portable 
desk  and  a  place  to  put  things  too! 

Its  unique  ball-joint  movements  and  sturdy  supports  put 
MYDRSC  in  a  class  of  its  own.  It  tilts  for  reading,  writing  or 
computing,  then  goes  flat  for  lunch  time  and  breaks.  A  secret 
storage  compartment  hides  papers,  books,  jwncils  (and 
maybe  a  few  comic  books),  /\nd  when  it's  time  for  transfers, 
the  entire  desktop  swings  down  to  the  side  and  out  of  the  way. 

It's  simply  designed  for  flexibility  and  growtli,  so  he  -an 
use  his  MYDESC  for  years  to  come! 

For  mon-  information  on  the  entire  IWYDESC  line, 
contact  your  \m-a\  rehub  dealer  and  ask  to  se«'  the  IVIYDKSC. 
demonstration  video.  Or  call  us  directly  for  a  f'w  brothure. 


1-800-4-MYDESC 
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Seiise  of  Humor 


Required!* 


by  Lynn  Kimball  Fay 


It  was  an  idyllic  fall  afternoon  in  Orlando  in  1983. 
Life  was  good;  God  wjis  in  his  heaven.  Even  the 
humidity  was  miraculously  low.  Then  fate's  fickle 
finger  dropped  the  proverbial  fiy  into  the  compla- 
cent ointment  of  our  life.  Our  first  child,  Joshua, 
was  diagnosed  with  Down  syndrome.  This  same 
day — Black  Monday — my  husband,  Dick,  was 
laid  off  from  his  job  as  construction  manager  for 
a  Florida-based  firai. 

Despite  our  conviction  that  the  world  had 
ended,  the  sun  spitefully  rose  the  next  day  and 
plopped  us  into  the  turbulent  white-caps  of  read- 
justment. We  began  wildly  treading  water  until,  at 
last,  we  managed  to  bump  up  against  a  life-raft — 
half  drowned,  but  definitely  better  swimmers.  It 
took  two  years.  If  I  seem  to  be  talking  in  philo- 
sophic cliches,  it  is  because  we  examined  tliem  aU 
during  the  first  few  years  of  Josh's  life. 

Dick's  new  position  took  us  from  Orlando,  to 
Nashville,  t<  Indianapolis,  then  home  to  Romeo, 
Michigan,  all  within  four  years.  Our  travels  also  took 
us  through  many  early  intervention  programs  and 
parents'  groups — all  with  diverse  views  on  special 
education. 

The  opportunity  to  see  so  many  different  parental 
reactions  and  ac^ustments  to  having  a  child  with  a  dis- 
ability helped  us  chart  our  own  course.  We  were  not 

destined  to  become 
activists  and  advocates. 
Though  we  thank  God 
that  such  people  exist,  we  felt  that  if  our  entire  family 
life  revolved  around  Josh's  "syndrome,"  we  would  be 
accentuating  his  differences  rather  than  treating  him 
like  any  other  family  member.  We  wanted  as  normal  a 
life  as  possible.  And  we  had  added  two  more  chil- 
dren— with  their  own  needs — to  om  family.  So,  "life  as 
usual"  became  our  philosophy.  Along  with  this  per- 
spective came  a  finely  developed  sense  of  humor.  In 
fact,  humor  became  a  requisite  for  survival  at  our 
house.  I  believe  our  attitude  resulted  from  a  total 
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acceptance  of  Josh.  God  made  him  as  he  is,  so  don't 
tell  me  God  has  no  sense  of  humor! 

Working  to  include  Josh  in  school,  religious  and 
community  programs  has  provided  us  with  enough 
material  for  a  sitcom.  Many  times,  however,  people 
have  seen  only  tragedy  in  our  experiences  with  Josh. 
In  all  honesty,  I  have  to  admit  that  Josh's  antics  were 
not  always  humorous  at  the  time.  But  in  retrospect,  not 
only  are  Josh's  escapades  furmy,  we  also  delight  in  his 
cleverness.  And  we  are  never  bored! 

Josh's  transgressions  began  to  form  a  pattern  over 
the  years,  so  I  have  categorized  them.  They  include 
errors  of  interior  decoration,  life  and  limb,  hide  and 
seek,  fashion,  etiquette  and  academic  enlighterunent. 

Interior  Design 

Josh  has  always  had  an  interest  in  interior  design. 
"TYash-and-go"  is  his  basic  modus  operandi,  but  he  has 
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been  known  to  use  some  unusual,  creative  art  supplies. 
The  only  episode  that  can  be  mentioned  here,  however, 
resulted  when  old  Dad  feU  asleep  on  the  couch  while 
Josh  used  some  green  stencil  paint  to  great  advantage. 
When  it  was  all  over.  Josh  looked  like  the  Jolly  Green 
Gremlin  and  his  "country  green"  world  included  a 
three-foot  diameter  splotch  on  the  carpet,  and  free- 
expression  finger  prints  on  curtains,  chairs  and 
even  Great-Grandma's  hand-made  quilt! 

Life  and  Limb 

Josh's  mistakes  in  this  category  definitely 
were  not  fimny  at  the  time.  But  after  the  fact, 
we  had  to  laugh.  At  the  same  time,  we  made 
mental  notes  to  prevent  a  recurrence.  We 
remember  the  time  Josh  managed  to  open  the 
car  door  just  as  Dad  wheeled  around  a  comer  A 
horrified  Dad  completed  the  turn  with  one  hand 
firmly  attached  to  Josh's  drawers. 

Then  there  was  the  time  three-year-old  Josh  sud- 
denly vanished  from  the  Montessori  school.  After  an 
exhaustive  search  of  the  building,  the  teachers  saw 
Josh  standing  outside,  grirming  impishly  at  them 
through  the  front  window  and  waiting  for  them  to  give 
chase. 

I'll  always  remember  the  morning  when  I  tiptoed 
out  to  get  the  paper  in  my  p£uamas. . .  in  January. . .  in 
Michigan.  Just  as  my  fingers  brushed  the  newspaper,  I 
heard  the  door  close — or  rather  lock — behind  me! 
Once  again.  Josh  gave  me  that  infuriating  grin  through 
the  front  window  but  refused  to  let  me  in  even  though 
he  knew  full-well  how  to  do  it.  Always  resourceful,  I 
managed  to  find  a  brick  to  use  on  the  back-door  win- 
dow. Inside  the  back  door  was  a  landing  before  a  full 
flight  of  stairs.  Urtfortunately,  due  to  my  anxiety,  I 
imderestimated  my  strength— the  brick  and  the  glass 
both  made  the  bottom  of  the  stairway 

Etiquette 

Josh's  manners  can  be  extraordinary— in  all  senses  of 
the  word.  His  teachers  will  never  forget  the  time  he 


talked  them  into  letting  him  sit  down  on  the  toilet 
while  they  made  the  mistake  of  standing  in  front  of 
him.  Or  the  time  he  sneaked  up  next  to  Uncle  Rick  at 
the  dinner  table,  gave  him  a  big  hug,  and  then  snatched 
the  last  piece  of  steak  off  his  plate.  Or  the  time  he 


Seven-year-old  Joshua  (center)  spends  a  lazy  summer 
(Iflemoon  with  sister  Hilary  and  younger  bmUierJohn. 


dropped  that  piece  of 
chocolate  cake  into  his  dad's  water 
glass. 

Then  there  was  the  time  Grandpa  took  Josh  and 
brother  John  to  pick  sister  Hilary  up  from  Sunday 
school.  It  was  a  lazy  Sunday  morning;  Grandma  and 
Grandpa  were  baby-sitting.  Hilary  was  the  only  one  to 
attend  this  Sunday.  Sunday  school  started  at  9:15  a.m., 
and  Grandpa  was  supposed  to  pick  her  up  before  the 
10:30  a.m.  church  service.  When  Hilary  failed  to  come 
out  of  the  church  at  the  appointed  time.  Grandpa  and 
the  boys  went  in  to  investigate.  Unfamiliar  with  the  lay- 
out of  our  church.  Grandpa — imshaven  and,  needless 
to  say,  inappropriately  dressed — was  quite  a  sight  as  he 
chased  Josh  down  the  center  aisle  of  the  church  in  the 
middle  of  the  Sunday  service! 

Our  favorite  incident  in  the  etiquette  category, 
however,  has  to  be  one  that  occurred  at  Josh's  public 
school  Christmas  pageant.  He  was  seven  years  old 
and  in  the  second-grade  language-delayed  program. 
We  were  very  surprised  that  Josh  stayed  with  his 
class  on  stage  even  though  he  spied  us  sitting  in  the 
audience.  We  watched  with  pride  as  he  expertly 
played  a  bell  in  one  song  and  a  tambourine  hi  another 
For  the  last  piece,  the  kids  sang  "Good  Saint  Nick."  At 
one  point  in  the  carefully  choreographed  number,  all 
the  kids  stretched  out  their  arms  in  unison.  Right  on 
cue.  Josh  stretched  his  arms  out  as  well— only  along 
the  way,  ho  wiped  his  nose  along  the  full  length  of  his 
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A  MOST  ACCESSIBLE  STOW 
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^^^lht  Apple  Computer  DisabiJitf  ^lutions  Store 


Aisle  17  is  a  new  kind  of  store,  brimming  with 
Macintosh  solutions.  For  children  and  adults  with 
disabilities.  For  rehabilitation  professionals. 


For  you.  Aisle  17  has  been  specifically  designed  to 
meet  your  needs.  With  the  product  bundles  you 
told  us  to  assemble.  With  the  support  you  told  us 
you  want.  With  the  convenience  you  told  us  you 
must  have.  And  with  special  pricing  available  no- 
where else.  There's  never  been  a  store  like  Aisle  17, 
a  place  dedicated  to  computing  without  boundaries. 
Aisle  17.  Hie  power  of  personalized  computing. 
Just  a  phone  call  away  Tne  Apple  Computer 
.  Disability  Solutions  Store.  1-800-600-7808 


ERIC  287 


sleeve.  We  were  amazed  at  how  politely  the  audience 
ignored  it. 

Hide  and  Seek 

In  this  category,  Josh  hides,  and  I  seek.  He  particularly 
loves  to  throw  things — crusts  of  bread  behind  the 
couch,  my  car  keys  out  the  tiniest  of  holes  in  the  screen 
or  laminated  flashcards  down  the  toilet  A  little  less 
amusing  are  the  times  he  throws  his  glasses  or  shoes 
out  the  school  bus  window — something  he  still  eryoys. 


Perhaps  the  most  memorable  incident  occurred  when 
he  accompanied  his  grandfather  fishing  and  threw 
Granddad's  $300  dowiuigger  (a  weight  made  of  cast 
iron)  off  the  fishing  boat.  Unfortunately,  it  was  not 
attached  to  the  line  at  the  time. 

Fashion 

Josh  has  always  had  what  one  might  term  a  sense  of 
freedom  when  it  comes  to  making  a  fashion  statement. 
As  far  as  Josh  is  concerned,  the  veiy  best  clothes  are  no 
clothes,  and  you  never  know  when  Josh  may  streak  a 
dinner  party.  Sometimes  he  likes  to  wear  his  little 
brother's  shirt,  and  tJmt's  aU.  He  also  gets  very  attached 
to  certain  clothes  and  will  tear  the  house  apart  until  he 
finds  them — even  if  it  means  pulling  out  all  the  wet 
clothes  from  the  washer  and  putting  on  the  treasured 
garment,  sopping  wet! 

Most  distinctive,  however — and  I  know  the  neigh- 
bors will  agree — arc  the  times  when  Josh  races 
through  the  neighborhood...  naked...  in  the  winter... 
with  his  mother,  in  various  stages  of  disarray,  wading 
madly  through  snow  drifts  in  pursuit.  By  the  way,  we 
have  many  special  locks  on  all  the  doors — ^all  of 
which  Josh  has  learned  to  negirtlate  with  the  aid  of 
a  chair. 


Academic  Enlightenment 

This  is  my  favorite  category  since  it  is  here  that  Josh 
displays  the  most  ingenuity,  creativity  and  initiative.  I 
know  I  will  never  remember  all  the  incidents  that 
belong  in  this  section,  but  several  come  to  mind 
immediately. 

Even  when  Josh  had  virtually  no  language  sldlls,  he 
knew,  of  course,  how  to  say  "no!"  It  was  always 
expressed  emphatically  and  with  intense  satisfaction. 
He  pronounced  it,  however,  like  the  Hollywood  version 
of  a  German  soldier — "Nein!" 

During  this  same  period  in  Josh's  life,  we  worked 
intensely  on  the  development  of  expressive  language 
skills.  At  the  time,  his  vocabulary  consisted  of  about  six 
words.  To  our  dismay,  eveiy  time  Grandma  came  to 
visit,  she  reinforced  one  rather  off-color  word.  "Sh-t!" — 
said  with  such  intensity  and  shameless  enthusiasm 
that  Josh  never  failed  to  notice — was  one  of 
her  favorite  expressions,  and  quickly  became 
one  of  his.  We  spent  many  months,  particu- 
larly in  public,  pretending  he  had  said  some- 
thing else.  "Sure  Josh,"  we'd  say,  "Sit  down 
if  you  want  to!" 

When  Josh  was  about  four,  he  finally 
learned  to  count  to  twenty.  We  were  really 
proud  of  him.  All  those  hours  of  hard  work  had 
finally  paid  off.  He  could  read  those  niunbers  in  any 
order,  and  counting  was  one  of  his  favorite  pastimes. 

One  night,  all  our  friends  had  gathered  in  our  home 
for  a  formal  holiday  diimer  party.  It  had  been  a  pleasant 
evening.  The  kids  had  cooperated,  and  chaos  had  been 
kept  to  a  minimiun.  As  we  eiyoyed  a  final  cup  of  coffee 
around  the  big  harvest  table.  Josh  climbed  up  on  my  Ijyp 
and  gave  me  one  of  his  big,  sloppy  kisses.  As  a  lull  in  the 
conversation  occurred.  Josh  pointed  at  my  chest.  "One! 
Two!"  he  counted  proudly,  and  loudly.  When  the  laugh- 
ter subsided,  and  all  eyes  were  wiped  dry,  my  husband 
sweetly  remarked  that  not  only  was  Josh  extraordinar- 
ily brilliant,  but  his  eyesight  must  be  much  better  than 
we  had  previously  assiuned!  All  in  all,  I  couldn't  be  too 
upset  Hey,  the  kid  was  Jfaming! 


Lynn  Kimball  Fay  is  a  freelance  ivriter  who  has  been 

published  in  Lady's  Circle, 
Country  Almanac  and 
Byline.  She  represents 
Romeo  Community  Schools 
on  the  Macomb  Intermedi- 
ate School  District  Special 
Education  Parent  Admsory 
Committee.  Josh  is  noxii  10 
yeais  old,  and  is  fully 
included  in  a  second-grade 
classivom  at  his  neighbor- 
hood school. 
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#1 7  Positioning 
Aid  Chair  " 

Back  To  Basics 

This  Special  Purpose  chair's  design 
originates  from  textbook  seatiyici  princi- 
ples that  have  been  used  and  proven 
ejfeciive  by  therapists  world  wide. 
These  principles,  combined  with  our 
in-hou8e  rehab  and  design/ergonomic 
expertise,  produce  our  unique 
Positioning  Aid  Chair (PAC).  The 
PAC  can  be  used  for  a  variety  of  pur- 
poses (e.g.,  as  a /('■  ding/speech  chair, 
floor  sitter,  classroom  seating,  etc.). 
Depending  on  the  accessories  used  it 
can  provide  exceptionally  con{fort- 
able  f nil-body  support  for  children  with 
mild  to  severe  central  nervous  system 
and  neurontnscular  disorders. 

The  child  size  PAC  is  appro.viniately 
17"  wide  by  24"  deep,  ;J0-42"  high.  It  is 
principally  made  out  of  laminated 
hardwood  and  plastics.  It's  average 
weight  is  ■'•JH  pounds.  Included  with 
each  basic  unit  arc  the  folUni'ing:  (I) 
Removable  height  ntnl  deptli  adjustable 
seat,  (2)  Mobile  base  n'itli  locking  swiv- 
.'.l  casters,  (  i)  Renn)vable  lieight  and 
depth  adjustable  foot  rest  with  foot  posi- 
tioning straps,  (4)  •*■'>"  /;.'/)  and  chest 
control  belts.  (5)  Removable  depth 
ad.jnstable.  leg  wedge  or  pnnnnel,  (d) 
Washable  slip  covers  over  biilensity 
foam  {xiddingfor  the  llnwiwic.  lumbar, 
")*»!  ((/((/  seat  pads. 
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Features  Follow  . . .  Function 

The  basic  PAC  provides  a  variety  of 
features  that  wake  this  chair 
truly    unique  with 
respect  to  the  pos- 
ture support  and 
utility  it  can  pro- 
vide. (A)  An  open 
back  design  allows 
for  easy  access  by 
attendajits  and 
allows  for  better  fit. 

(H)  Hook-ladder 
height  adjustment 
makes  changing 
from  table  to  floor 
height,  storage  and/or 
travel  a  simple  task 
(see  inset).  (C)  All 
back/chest,  head  and 
neck  support  pads 
are  mounted  on  a 
central  column  with 
arms  that  are 
adja,st(d)le  in  height, 
depth  and  angle. 

(I)  )  Provides  the  all- important  firm  !)()" 
seat  back  to  .seat  pan  angle  while  the 
entire  seat  is  tilted  back  105"  to  the 
floor. 

(I'j)  Optional  accessories  are  available 
including:  Trays  of  various  tyix's;  Tray 
('(/.sf'/s,-  Conimnnication  covers;  Head, 
neck,  and  shoulder  snj)i)orts;  *Iielt 
cushions;  *H-sh(iped  chest  snpiiorts; 
*Individnal  foot  posit  loners;  *.Scolli/lat- 
cral  chest  sni)i>orts;  ■Storage/ventilator 
bin^-  (*  =  not  shown) 


. . .  It's  excellent 
support  & 
adjustability 
make  it  ideal  for 
home  &  school 

Effective  Benefits 

Some  of  the  PAC's  consistently  reported 
bimefits  include: 

•  it's  tilt  and  angle  ivhich  allows  for  the 
use  of  gravity  to  help  maintain  a 
more  functional  posture 

•  the  uon-iustitutional  looking  design 

•  adaptability  to  children  with  a  wide 
variiJy  of  postural  problems 

•  improvement  of  eye/hand  coordina- 
tio7i,  verbal  and  oilier  skills 

•  reduced  visual/postural  imbalance, 
fatigue  and  stress 

•  convenient  room  to 
room  movement  of 
chair 

•  alloivs  for  the  use 
of  existing  tables 
having  a  table  to 
floor  clearance  of 
19"-31"  or  can  be 
used  at  floor  level 

•  individual  body 

part  support  without  customization 

At    present    the    PAC  is 
available  in  one  size  only. 
The  9  month  to  5  year  old 
model  accomrmxtates  most 
children  16"  to  43"  in 
total  body  length  (stand- 
ing height)  6-1 /S"  to  11" 
wide  and  up  to  68 
lbs.  in  weight. 


The 
Bottom 
Line . . . 

It  works 
therapeutically. 
It's  comparatively 
easier  to  adapt  to 
different  individuals,  and  activity 
settings.  Plus  it  does  all  of  this 
without  looking  like  "ANOTHER" 
strange  piece  of  equipment! 


Consumer 
Care  Products  Inc. 

P.O.  Box  884,  Slwboyuan.  Wl  USA  53082-0684 
Tll*phoni414-459-8353;  Ft>  414-459-9070 
•St.  1978  ©1/94 


LIVING  AND  LEARNING 
IN  THE  COMMUNITY 

With  its  unique  mcxlel,  T!ie  Evergreen  Center  has  a  histor\'  of  successfully 
transitioninj;  students  to  less  intensive  ciimmunit)'  settings. 

Evergreen  students  live  in  actual  community'  settings  traveling  to  and  from 
schcxil  each  day  through  the  Blackstone  Valley  (MA)  countryside.  With 
trained  professionals,  they  leam  basic  skills  in  the  dassrtxim,  in  the 
community  and  in  their  residence. 

Students  receive  viKational  training  and  experience  real  work  opportuiii- 
ties.  Students  are  .supported  with  l)eha  vior  development  programs,  medical 
and  family  .sen'ices,  and  physical,  speech,  or  iKCupational  therapy. 

Our  Students'  Challenges 

•  Autism  •  Hearing/Sight  Impairment 

•  Mental  Retardation  •  Severe  Maladaptive  Eiehavior 

•  Physical  Disability' 

The  Evergreen  Center  is  a  liceased,  private,  non-profit  residential  schixil 
offering  students  and  their  families  from  across  the  country'  and  abroad 
residential  programming  12  months  a  year.  For  more  information  call  or 
write  Robert  F.  Littleton,  Jr.,  Executive  Director. 
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EVERGREEN  CENTER 

345  Fortune  Blvd.,  Miltbrd,  Massachusetts  01757 
1-508-478-5597 
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Exceptional  Programs 
For 

Exceptional  Children. 


yt  St.  Coletta  Schools 
//  we  beSeve  life  is  what 
%y  W  happens  today.  Our 
goal  is  to  provide  the  best 
possible  Ufe  experience  for 
your  exceptional  child. 
Students  here  are  not  only 
preparing  for  tomorrow, 
they  are  living  quality  lives 
everyday.  Founded  in  1947, 
St.  Coletta  Schools  offer  a 
wide  range  of  programs  for 
cMdrm  with  mild  to  severe 
developmental  disabilities. 
Twelve-month  residenM  and 
day  programs  for  ages  6-22. 


Extensive  Vocational  TVaining 
'F\inctional  Academics 
'  Community  Skills  Training 

Daily  Livings  Social  Skills 
'  Adapted  Phys.  Ed.  &  Recreation 

Activity  Program 
'  Special  Olympics 
'  Behavior  Management 

•  Physical  &  Occupational  Therapy 
•Speech  Therapy 

•  Music,  Art  &  Computers 

•  Prader-Willi  Program 


St.Coletta*s 
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or  MASSACHUSETTS 

John  W.  Shyne,  Jr.,  President 


Cudinal  Cuihing  SdMol  &  Training  Center 


400  Washington  Street,  Hanover,  MA  0?339 
Braintree  St  Coktta  Day  School 

85  Washington  Street,  Braintree,  MA  02184 

Contact:  UroieGoyuk 
Tel;  (613826^71 
Fax:(617)  826^74 

Sponsoreilt)' 
The  SBteis  of  SL  Fnmds  of  Aiisisi  ofMitakre.  \\1 
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For  Children  With  Cerebral  Palsy 

Serving  children  with  multiple  disabilities  resulting  from 
cerebral  palsy  or  traumatic  brain  injury  who  need  compre- 
hensive, individually  structured  programs  that  include: 


•  Physical  Therapy 

•  Occupational  Therapy 

'Speech  and 
Language  Therapy 

•  Communication  Aids 


•  Special  Education 

•  Music  Therapy 

•  Special  Medical 
Attention 

•  Adapted  Recreational 
Activities 


HMS,  open  to  students  two  to  21  years,  offers  all  of  these 
services  and  more.  The  experienced  staff  and  w9l  l-respected 
consultants  provide  strong  interdisciplinary  programs  forday 
and  residential  students  at  the  licensed  private  school. 

For  more  information  write  or  call: 
Diane  L  Gallagher,  Director 

HMS  School  for  Children  with  Cerebral  Palsy 

4400  Baltimore  Avenue,  Philadelphia,  PA  19104 
(215)222-2566 
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Empowering 
Individuals  to  Share 
Their  God-given  Gifts 
with  the  Community 

St.  John's  Villa,  founded  in  1948,  is  a  private,  Oatholic,  non- 
profit residential  community  providing  a  caring,  loving 
environment  which  enhances  the  growth  of  each  adult 
resident  towards  self-acceptance  and  respect  The  Villa 
integrates  a  residential  adult  population  with  mild  to  severe 
mental  retardation  with  outreach  programs  in  Carroll  County 
attempting  to  empower  individuals  to  share  their  God-given 
gifts  with  the  community.  St  John's  Villa,  nestled  in  the  hills 
of  northeastern  Ohio,  resembles  a  small  rural  community 
and  is  located  near  the  friendly  town  of  Carrollton. 


Services 

'  Vocational  Training 
'  Speech  and  Language 
Development 

'  Physical  Education 

and  Swimming 
'  Case  Management 

Services 


Provided 

•  Leisure  Activities 

•  Personal  Living  Skills 

•  Social  and  Domestic 
Skill  Training 

•  Community-based 
Supportive  Employment 
and  Living 


St.  John's  Villa 


For  Information  Contact: 
Sister  Elaine  Weber,  O.S.F. 
Executive  Director 
(216)  627-9789 


Mailing  Address; 
P.O.  Box  457 
820  Roswell  Rd.  N.W. 
Carrollton,  OH  44615 
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Inclusion: 

Rhetoric  and  Reality 


by  Edwin  W.  Martin 


A basic  premise  of  P.L  94-142,  the  Educ?   jn  for  All 
Handicapped  Children  Act— now  the  Individuals 
with  Disabilities  Education  Act  (IDEA) — was  that 
all  children  were  entitled  to  an  "appropriate"  educa- 
tion. Judging  £^propriateness  was  to  be  an  individual 
matter  for  each  child  and  would  be  determined  by  an 
individual  education  planning  process  that  would 
include  parental  participation.  Decisions  on  placement 
could  not  be  made  solely  on  the  basis  of  type  of  dis- 
ability. When  this  issue  actually  arose,  the  government 
required  that  placement  decisions  involve  multiple  fac- 
tors and  be  made  on  a  child-by-child  basis. 

Another  key  prvimise  was  that  children  with  disabili- 
ties be  educated  with  non-disabled  children — again, 
when  impropriate.  Congress,  and  the  experts  on  whom 

they  relied,  did  not  expect 
that  such  placements  would 
be  appropriate  for  all;  they 
also  mandated  that  a  range  of 
placements  be  made  available — resource  rooms,  spe- 
cial classes,  special  schools,  hospitals  or  home  tutoring. 

Some  would  elimuiate  this  individual  placement 
process  and  educate  all  children  in  regular  classrooms. 
They  believe  that  all  children  would  benefit  from  such 
placements  and  that  schools  can  be  made  to  deliver  all 
necessary  services.  Others  would  go  further,  they 
would  do  away  completely  with  the  concept  of  "special 
education,"  replacing  it  with  an 
improved  regular  education  system. 


GUEST 
EDITORIAL 


Edwin  W.  Martin,  Ph.D.  is  President 
and  CEO  of  the  National  Center  for 
Disability  Services  in  Albertson,  Ne^v 
Yo7%  and  a  n  "niber  of  the  Editonal 
Advisory  Boa .  d  o/ Exceptioneil  Parent. 
From  1969-1981,  he  headed  the  fed- 
eral government's  special  education  programs  as 
Director  of  the  Buteau  of  Education  for  tfie  Handi- 
capped and  as  the  nation's  Jitst  Assistant  Secretary  for 
Special  Education  and  Rehabilitation  Services,  U.S. 
Department  of  Education.  Dr:  Martin  is  sh^mm  herv 
with  President  Jimmy  Caricr: 


Speaking  with  colleagues  across  the  nation,  I  find 
that  almost  none  agree  with  this  position.  While  the 
Congress  wiU  study  this  issue  carefully,  I  do  not  sense 
that  they  currently  see  a  need  for  such  change.  IDEA 
does  encourage  inclusion,  and  the  law  should  be  imple- 
mented toward  that  end  if  it  can  be  shown  that  the  child 
benefits  from  inclusion — if  inclusion  is  "eqppropriate." 

Measuring  Outcomes 

Some  inclusion  advocates  do  not  want  the  burden  of 
demonstrating  child  benefit.  That  inclusion  wiU  be 
beneficial  is  an  article  of  faith — not  an  issue  for  evalua- 
tion. At  the  same  time,  there  is  an  equal  burden  on  all 
who  would  ofifer  other  alternatives;  we,  too,  must  pro- 
vide evidence  of  child  benefit. 

Unfortunately,  educational  systems — ^both  regular 
and  special  education — have  failed  to  provide  even 
common-sense  outcome  measures.  How  many  children 
go  on  to  post-secondary  training  or  college  or  get  jobs? 
What  type  of  jobs  do  they  get,  and  how  long  do  they 
hold  them?  Do  graduates  of  special  education  pro- 
gi-ams  live  independently,  have  social  relationships, 
feel  positively  about  themselves? 

My  perspective  on  inclusion,  and  my  recommenda- 
tions for  improving  the  education  of  children  with  dis- 
abilities, is  closely  linked  to  the  measurement  of 
"outcomes."  As  a  parent,  wouldn't  you  like  to  know 
how  many  graduates  of  a  given  specieil 
education  or  regular  education  program 
are  employed  or  in  post-secondary  pro- 
grams? While  statistics  cannot  predict 
outcomes  for  any  particular  chiid, 
knowledge  of  a  program's  overall  reconl 
would  allow  parents  to  consider  the 
probability  for  success.  Such  informa- 
tion is  not  generally  available.  Instead, 
programs  offer  anecdotes  that  report  the  successes  of 
specific  children. 

Is  the  Present  System  Working? 

We  have  veiy  little  information  about  the  value  of  spe- 
cial education  programs,  and  the  information  we  have 
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raises  serious  questions.  The  most  compre- 
hensive available  data  come  from  a  study  of 
about  8,000  high  school  students  with  vari- 
ous disabiUties  (Wagner,  1992, 1993).  Con- 
ducted over  a  five-year  period,  the  study 
provides  information  about  post-secondaiy 
education,  employment  and  other  post- 
school  outcomes  for  some  of  the  study  par- 
ticipants. I  will  present  some  illustrative 
data  from  this  massive  study  to  help  me 
make  some  points: 

1.  The  present  system,  while  working  well 
for  many,  has  many  shortcomings,  and 
the  status  quo  does  iwt  seem  acceptable. 
For  example,  60  percent  of  all  special  edu- 
cation students  failed  at  least  one  regular- 
education  high  school  course  during  their 
four-year  or  shorter  enrollment  (see  Table 
I).  The  data  indicate  that  cliildren  who  fail 
classes  are  more  likely  to  drop  out  of  school,  and  com- 
mon sense  tells  us  they  are  likely  to  feel  less  self- 
confident.  In  fact,  more  than  one-third  of  students  with 
learning  disabilities  drop  out  or  leave  school  prior  to 
graduation. 

2.  Children  with  disabilities  who  attend  regular  sec- 
ondary schools  do  not  receive  a  wide  array  of  special 
semces  like  therapies,  life  skills  training  or  personal 
counseling.  Fifty-three  percent  of  students  with  dis- 
abilities received  none  cf  these  semces.  Only  14  per- 
cent received  personal  counseling.  Even  among 
children  identified  as  emotionally  or  behaviorally  dis- 
turbed, only  about  one-third  received  counseling. 

S.  Only  16  percent  of  youth  with  disabilities  out  of 
school  for  three  to  five  yeai's  attend  any  two-  or  four- 
year  college,  and  most  oftnese  attend  two-year  col- 


lUile  I:  Pen»ntage  of  Youth  umh  NsabittUBs 

at  LMst  Om  Regular  Education  High  School  Courea* 


Dr.  Martin  chats  with  Clinton  Brown  (left)  and  Rachna  Vishnvbhakat,  students 
at  the  Henry  Viscardi  School,  Albertson,  New  Ymt. 


DisaWlily 

Learning  Disability 
Emotional  Disturbance 
Speech  Impairment 
Mental  Retardation 
Visual  Impairment 
Hard  of  Hearing 
Deaf 

Ortfiopedic  Impairment 
Ottier  Healtfi  impairment 
Multiple  Disabilities 
ANI 


Poreantage 

65.1 
77.4 
56.4 
48.5 
53.5 
54.2 
^4,1 
"0.7 
65.7 
50.0 
62^ 


'Adapted  from  "icu^  In  Transition:  Trends  in  Post-School  Outcomes, 
SRI  Intemalional,  MenloPark,  CA. 


leges  (see  Table  H).  Almost  four  times  as  many  non-dis- 
abled youth  attend  college.  Only  four  percent  of  youth 
with  learning  disabilities  attend  four-year  colleges — 
fewer  graduate.  Highest  erurollment  in  four-year  college 
programs  are  foimd  among  students  with  visual  and 
hearing  impairments. 

4.  The  data  raise  the  question  of  whether  high  school 
programs  are  aimed  at  the  nght  outcomes.  Sixty  per- 
cent of  high  school  students  with  learning  disabilities 
report  that  they  wish  to  be  competitively  employed 
alter  graduation;  only  28  percent  plan  to  attend  college. 
However,  tiiey  are  enrolled  in  programs  with  a  very  dif- 
ferent emphasis — about  90  percent  of  their  course- 
work  is  in  regular  academic  courses. 

Where  can  we  go  from  here? 

My  goal  is  to  raise  questions — not  only  about  our 
current  programs  but  about  inclusion  proposals 
and  other  future  programming. 

•  To  me,  the  data  indicate  that  the  prospects  for 
inclusion  are  not  encouraging — at  least  not  now. 
These  statistics  suggest  that  the  current  system 
needs  considerable  improvement — more  intensive 
programming  and  more  services  to  children  already 
mainstreamed.  Even  for  children  with  learning  dis- 
abilities— currently,  the  most  frequently  main- 
streamed — the  outcome  data  show  high  failure  and 
drop-out  rates;  this  suggests  that  the  widespread 
assumption  that  such  children  are  only  "mildly  dis- 
abled" is  false.  For  further  inclusion  efforts  to 
work,  even  more  services  and  resources  will  be 
needed.  Research  and  pilot  programs  must  bo 
focused  on  delivering  positive  results  and  identify- 
ing costs. 

•  The  rate  of  failure  in  regular  education  programs 
has  not  been  addressed  sufficiently.  Children  who 
fail  in  their  coursework  are  not  being  "appropri- 
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PmveatjgeVutattmuM: 


Vocatkmal 

2-yBar 

4-VBV 

DisaMily 

SdMMl 

(Co8b{H 

Learning  Disability 

19.0 

13.7 

4.4 

Emotional  Disturt)ance 

15.4 

10.1 

4.2 

Sopech  ImDairiTient 

16.4 

25.4 

13.3 

Mpntnl  Rptsriifitinn 

IVIUIIlut  1  iClul  liClllUI  > 

9.6 

3.6 

Visual  Impairment 

15.6 

27.5 

33.4 

Hard  of  Hearing 

16.0 

40.4 

15.7 

Deaf 

22.5 

33.2 

22.1 

Orthopedic  Impaimient 

12.6 

32.3 

12.9 

Ottier  Health  Impaimient 

33.9 

28.4 

21.9 

Multiple  Disabilities 

0.7 

7.9 

2.2 

Deaf/Blind 

13.4 

8.9 

8.9 

15.9 

11.8 

4J2 
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ately"  served.  It  is  no  victory  for  integration  to  eiuroU 
children  in  regular  classes,  and  then  have  two-thirds 
fail  at  least  one  course. 

•  Deaf  students — who  are  more  likely  to  be  educated 
in  separate  settings — are  among  those  most  likely  to 
go  to  college.  Many  variables  may  be  involved  here, 
including  the  fact  that  the  federal  government  supports 
two  higher  education  programs  for  the  deaf.  Other 
data,  however,  also  demonstrate  considerable  post-sec- 
ondary success  in  schooling  and  employment  by  grad- 
uates of  special  schools  (Rogan  &  Hartman,  1990; 
Liebert,  et.  al.,  1990).  My  point  is  not  to  suggest  more 
special  schooling.  Rather,  we  can  study  successful  spe- 
cial programs  to  determine  the  factors  accounting  for 
their  success,  and  whether  those  factors  may  be  found 
or  created  in  other  settings. 

•  We  have  little  information  about  the  success  of  ciu-- 
rent  programs,  and  we  are  unlikely  to  have  evidence 
that  new  strategies  are  as  good  or  better  This  leaves  us 
arguing  philosoph' js  and  beliefs,  not  facts. 

•  The  current  systems  are  not  working  as  well  as  we 
wish.  Regular  education  adinits  that  it  is  not  doing  a 
good  job  serving  children  witli  learning  problen^  asso- 
ciated with  poverty,  immigration,  minority  status  and 
language  differences.  Nothing  suggests  that  it  will  do  a 
better  job  educating  children  with  disabilities.  Tlie  sta- 
tus quo  in  special  education  is  equally  imacceptable. 
We  need  to  measiu-e  >ukI  demonstrate  improvement. 

We  should  not  eliminate  alternatives  that  succeed. 
We  should  not  simply  adopt  sweeping  "inclusion"  poli- 
cies, however  philosophically  attractive,  because  chil- 
dren are  likely  to  be  hiul  when  sufficient  services  are 
not  provided. 
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Our  prices  make 
everyone  happy! 


Send  for  a  free  catalog 
of  adaptive 
equipment. 


equipment  j 

P.O.  Box  33  •  Bedford,  MA  01730 
(617)  275-7681  •  Fax  (617)  275-4094 
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PI  BEAR  ^  (Physically  Inconvenienced) 
A  Beary  Special  Friend 


PI  BEAR  is  a  special  friend 
that  children  can  call  their 
own.  Pi's  three  illustrated 
storybooks,  which  tell  about 
his  accident,  recuperation, 
first  day  of  school  and  other 
adventures  with  friends,can 
help  disabled  children  un- 
derstand their  own  feelings 
of  fear  and  uncertainty.  Pi's 
friends  also  show  others  that 
your  friends  are  friends,  no 
matter  what  PI  BEAR  and 
his  wheelchairare  approxi- 
mately 14"  tall.  Dressed  in 
a  PI  BEAR  T-shirt,  he 
comes  with  three  story 
books  (in  chair  backpack), 
a  club  membership  certifi- 
cate and  a  one-year  war- 
ranty. 


For  more  information,  call:  1-«00-467BEAR  (2327) 
Canada  inquiries  call:  613-258-0177. 
VISA/MASTERCARD  accepted. 
Flexpay  Available. 

©  1 993  PI  BEAR  CO.  P«tc«  pending 
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lifePlannim 
ShouldBe! 
Team  Effort 


Every  month.  Estate  Planning  for  Per- 
sons with  Disabilities  (EPPD)  provides 
essential  information  and  guidance  to 
hundreds  of  families  with  a  son  or 
daughter  who  is  disabled.  Our  national 
network  of  attorneys  and  estate  plan- 
ners helps  to  develop  comprehensive 
life  plans  including  wills,  special  needs 
trusts,  guardianships,  advocacy,  bal- 
ancing private  and  government  ben- 
efits. EPPD  provides  FREE  initial 
interviews  to  determine  needs  and 
FREE  group  seminars  for  parents, 
EPPD  is  not  a  guardianship  or  master 
trust,  but  assists  parents  in  locating 
services  necessary  to  provide  a  secure 
future  for  their  loved  one.  Call  today  to 
receive  a  FREE  brochure  and  the  loca- 
tion of  your  nearest  EPPD  office. 


Richard  W.  Fee 
Executive  Director 

NutUmal  Office 
Suile  112.  Jl  100  Arapahoe  Avenue 
Boulder.  Colorado  XOJO.i 

800-448-1071 


ESTATE 
PLANNING  FOR 
PERSONS  WITH 
DISABILITIES 

A  Division  ol  Proleclive  Life 
Insurance  Company 
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The  Baby  Jogger 


Mobility  and  comfort  combine  for  both  parent 
and  child!  The  Baby  Jogger  offers  new  models 
to  suit  a  variety  of  special  needs.  Go  anywhere 
with  the  ultimate  all-terrain  stroller.  Travel  over 
gravel,  grass,  curbs,  even  sand  and  snow  v^ith 
"The  stroller  for  runners."  Trips  to  the  beach  or 
park  are  easy  with  the  smooth-rolling  three 
wheel  design.  A  variety  of  models  available  for 
children  of  all  ages.  FREE  BROCHURE. 

Racing  Strollers  Inc.  P.O.  Box  2189 
Yakima,  WA  98907  (509)457-0925 

Safe,  stable,  endorsed  by  pediatricians. 
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We  need  a  mzuor,  federally-funded  demonstration 
program  that  will  allow  new  models  to  be  evaluated. 
The  federal  government  has  followed  this  strategy  suc- 
cessfully with  early  childhood  education.  When  feder- 
ally-funded model  programs,  research,  traiiung  grants 
and  media  development  demonstrated  that  such  pro- 
grams were  worthwhile,  a  policy  of  maJdn);  early  child- 
hood programs  universally  available  was  adopted.  A 
sinular  effort  with  regard  to  elementary  and  secondary 
education  for  children  with  disabilities  could  be 
equally  successful. 

Most  importantly,  neither  parents  nor  professionals 
should  accept  rhetoric  in  place  of  data.  Parents  must 
insist  on  options,  alternatives  and  a  realistic  say  in  how 
their  children  are  educated  while  significant  outcome 
data  is  accumulated  to  provide  parents  with  informed 
choices. 
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Jittt  Apply    Matiage     TowlDry   Comb  &  Style 


■ 

-  X 

Less  than  5  minutes  far  a  cleansing  sitampoo 

HO'RlDse  Body  Bath 

Less  than  10  minutes  for  a 
refreshing  hath 

I'a 


No  longer  is  baOiing  an  ordeal 


Call,  write  or  FAX 
for  free  samples 
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'CHRYSLER  MADE  IT 
EASy  i=OR  US  TO  QET  INTO 
A  NEW  VEHICLE, 


ANP  THEN  BACK  OUT  AGAIN. 
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At  Chrysler  Corporation,  we  receive  a  lot  of  letters 
from  satisfied  customers.  While  we  appreciate  all 
of  them,  none  are  more  important  to  us  than  the 
ones  from  people  who  are  facing,  or  whose  loved 
ones  are  facing,  physical  challenges  every  day — 
including  the  challenge  of  remaining  mobile  In  an 
automotive  world. 

After  att,  we  were  the  first  automotive  company 
to  establish  an  assistance  program  for  the  phys- 
ically challenged  —  years  before  most  of  the 
others.  And  since  then,  Chrysler's  Physically 
Challenged  Assistance  Program  (P-CAP)  has 
helped  thousands  of  people — drivers  and 
passengers  alike  —  achieve  a  lifestyle  of 
independence  and  freedom  that  may  not 
have  been  possible  otherwise. 


^CHRYSLIR 


And  now  the  orogram  offers  you  more  than  ever 
before.  Higher  cash  reimbursements  —  up  to  $1 ,500 
for  adaptive  driving  or  passenger  aids  installed  on  new 
Ram  \^ns  and  Wagons;  up  to  $750  on  all  other  new 
Chrysler  Corporation  cars,  trucks  and  minivans.  Com- 
plimentarv  three-year  Cross  Country  Motor  Club 
membership.  A  friondly,  knowledgeable  P-CAP  Re- 
source Center  to  help  answer  all  your  questions.  And 
complete  Chrysler  Credit  financing  to  qLiatified  buyers. 

All  topped  by  more  experience  assisting 
the  physically  challenged  than  any  other 
automotive  company.  So  call  us,  or  contact 
your  local  Chrysler  Corporation  dealer,  for 
more  information.  We'd  tike  to  make  it  easy  for 
you  and  your  family  to  get  into  —  arxi  out  of — 
a  new  Chrysler  Corporation  vehicle. 
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FATHERS'  Voices 


Dreams 

by  John  Cox 


It's  those  last  few  months  before  your  child  is 
bom  that  the  dreams  go  into  high  gear.  You 
imagine  the  engineer,  ballerina  or  lawyer 
your  child  will  grow  up  to  be.  As  the  delivery 
date  draws  near,  these  thoughts  gather 
momentum,  fed  by  parents,  friends  and  co- 
workers, until  you  almost  expect  to  see  your 
child  bom  18  years  old,  highly  educated  and 
physically  attractive. 

It's  humbling  how  dreams  that  build  up 
over  so  many  years  can  blow  away  like  go 
much  air  from  a  balloon.  In  the  time  it  takes 
for  a  doctor  to  say,  "Oh  no,"  dreams  can  turn 
to  nightmares  and 
hopes  to  fears.  Long- 
held  thoughts  of  per- 
fection melt  away 
into  short-term 
prayers  and  frantic 
thoughts:  Will  the 
baby  be  all  right? 
What  will  we  tell  our 
parents?  How  did  this 
happen?  Why  us?  In  a 
matter  of  moments, 
you  have  traded  bar 
exams  for  brain 
scans,  ballet  shoes 
for  blood  tests,  rock- 
solid  normality  for  ground-breaking  lunacy. 

I  watched  helplessly  as  my  baby  was  poked  and 
prodded  by  strangers  who  did  not  have  the  time  to 
answer  my  questions  or  allay  my  fears.  I  coped  with 
a  day-to-day  roller  coaster  ride  of  good  news,  then 
bad;  hopeful  signs,  then  puzzling  questions.  I  found 
myself  unable  to  dream,  unable  to  see  past  the  next 
doctor's  visit  or  test— each  time  hoping  that  someone 


Johv  Cot  is  a  sates  supcrvhoi-  i  n  Los  Angeles.  His 
wife  SheUcy  is  the  coofdinator  of  tiw  Exceptional 
Family  Resource  dmter  and  works  for  the  HOPE 
Infant  Family  Support  Program  in  Oeeanside,  Cali- 
fomia.  In  addition  to  Knstina,  they  have  two  other 
children— seveti-i.w-oUl  Kimboiy  and  four-year-old 
'Dams.  Ki'istina  Cox,  now  lOyeais  old,  urns  boni 
with  cerebral  palsy  ami  other  significant  challenges. 


would  be  able 
to  determine 
what  was 
wrong  or  what 
would  happen 
in  the  future. 
Instead,  my 
frustration 
deepened  as 
each  test 
revealed  only 
the  need  for 
more.  Worse 
still,  no  prog- 
nosis for  the 
future  was 
forthcoming — 
everyone 
finally  said  that 
only  time 
would  tell. 
Verj^  slowly,  I  realized  that  I  would  never 
know  exactly  what  was  going  to  happen  until 
it  did.  At  first,  I  was  angry;  I  wanted  answers. 
But  it  dawned  on  me  one  day  that  I  was  really 
no  different  than  any  other  father.  No  doctor 
or  specialist  can  tell  any  of  us  how  bright  or 
physically  capable  our  children  are  going  to 
be.  The  most  that  aU  parents  can  do  is  to  make 
the  best  of  what  is  given  to  us.  This  new  realization  lib- 
erated my  wife  and  me.  We  began  to  look  toward  the 
future  again,  and  started  doing  things  that  would  give 
us  and  oiu:  child  choices. 

New  Dreams 

I  began  to  dream  again.  These  were  not  the  same 
dreams  as  before,  but  they  were  just  as  important.  I 
dreamed  of  my  daughter's  first  steps,  and  when  they 
came,  no  parent  was  ever  prouder.  My  wife  and  I 
dreamed  of  including  her  in  a  regular  classroom  at 
school,  and  after  many  battles,  her  first  regular  educa- 
tion teacher  assured  us  that  this  was  where  she 
belonged. 

I  continue  to  dream  of  the  future,  of  my  daughter 
working,  building  meaningful  relationships,  and 
ai  complishing  great  things  for  herself  and  others.  I 
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At  the  park:  John  Cox  enjoys  an  afternoon  (mting  with 
two-year-old  Kristina. 

know  that  she  will  never  be  a  lawyer,  doctor  or  balle- 
rina, yet  I  dream  about  what  she  can  become,  cher- 
ishing each  step  she  takes  along  the  way. 

All  children  are  a  gift  to  their  parents,  grandpar- 
ents, teachers  and  everyone  who  comes  into  contact 
with  them.  And  they  all  teach  us  something  that  we 
would  not  have  learned  without  them.  For  me,  it  was 
to  slow  down  so  I  could  take  pleasure  in  the  details  of 
my  children's  lives.  I  learned  to  take  an  active  part  in 
all  my  children's  activities  and  cherish  each  of  their 
accomplishments.  I  am  richer  for  the  experience  of 
having  a  child  with  a  disability.  I  would  not  wish  it 
away. 

A  few  years  ^o,  I  wondered  what  my  daughter 
would  have  been  like  if  she  had  not  been  bom  with  a 
disability.  I  grieved  for  the  loss  of  my  "normal"  life, 
somehow  assuming  that  the  one  I  had  embarked  on 
would  not  be  as  fulfilling.  I  don't  think  that  way  any- 
more. I  am  proud  of  my  daughter's  accomplishments, 
and  like  any  father,  I  am  looking  forward  to  future 
accomplishments  as  well.  I  should  not  have  worried 
as  much  as  I  did.  Looking  back,  I  see  now  that  few 
others  have  been  as  blessed  as  I. 


Fathers's  Voices  is  a  regular  feature  of  Exceptional 
Parent  magazine.  This  column,  coordinated  by 
James  May,  Project  Director  of  the  National  Father's 
Netuxrrk,  focuses  on  fathers'  experiences  rearing  chil- 
dren with  special  needs.  Your  contributions  to  this 
column  are  encouraged. 

For  more  information  about  the  National  Fathers' 
Network  (NFN),  or  to  receive  their  quarterly  newslet- 
ter, vxrite  or  call-  National  Fathers'  Network,  The  Mer- 
rywood  School,  16120  N.E.  Eighth  St.,  BeUevue  WA 
98008,  (206)  282-1334.  NFN  is  funded  by  a  grant 
from  the  federal  Maternal  and  Child  Health  Bureau 
and  works  in  collaboration  with  National  Center  for 
Family-Centered  Care,  a  program  oftlie  Association 
for  the  Care  of  Children's  Health,  Bethesda ,  MD. 
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"/  wata  to  cotnmunicate faster 
wtih  my  associates. " 

Introducing  DynaWrite. 

DynaWrite'"  is  a  revolutionary  new  software 
package  for  the  DynaVox"  augmentative  com- 
munication aid.  One  that  can  help  people  compose 
longer,  more  complex  messages,  faster  and  easier 
than  ever  before.  So  if  you  know  someone  who 
might  benefit  from  it,  we  urge 
you  to  contact  your  therapist.  Or 
give  us  a  call,  at  1-800-344-1778. 

fe  Hear  You, 

IBDD  nDBBIIBB 

TECHNaOGY  INC. 
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Listening  to  Learn 

A  tape  recorder  helps  Eliot  with  his  homework 


by  Elizabeth  C.  Mayer 


Helping  any  child  with  homework  can  be 
difficult,  but  parents  of  children  with  learning 
disabilities  experience  additional  frustration 
because  traditional  study  techniques  are  often 
ineffective.  These  parents  need  to  use  many 
strategies  to  help  their  children.  Through 
trial  and  error,  I  discovered  some  tech- 
niques that  have  helped  my  son 
become  a  more  successful 
student.  They  also  have  made 
my  life  as  a  parent  easier 

The  label  "learning  disabil- 
ity" is  an  lunbrella  term  that  is 
use  A  to  describe  many  types 
of  learning  problems.  Some  of 
the  techniques  that  worked 
for  tny  child  may  not  be  as 
helpful  to  others.  However, 
these  tactics  can  be  tried  by 
any  child  and  parent. 

My  10-year-old  son,  Eliot, 
has  weaknesses  in  both  visual 
and  auditory  processing.  He  is  also  highly  distractible.  I 
reasoned  that  involving  his  eyes  and  ears  in  the  learn- 
ing process  would  allow  him  to  assimilate  more  infor- 
mation, block  unrelated  distractions  and  improve  liis 
concentration. 

Two  years  ago,  we  began  experimenting  with  ways 
we  might  use  a  tape  recorder  to  help  him  learn.  We 
began  with  social  studies,  a  subject  where  the  sheer 
difficulty  of  reading  an  assignment  left  little  time  or 
energy  for  comprehension.  His  difficulties  were 
reflected  by  extremely  poor  performance  on  weekly 
quizzes.  I  made  audio  tapes  of  each  chapter  in  the  text- 
book; he  listened  to  them  while  reading  along  in  tlie 
text.  His  comprehension  and  recall  improved  immedi- 
ately and  measurably — his  score  on  the  weekly  quiz 
jumped  to  100  percent!  While  this  accomplishment  was 
not  always  repeated,  the  following  weeks  showed  that 
the  dramatic  improvement  was  not  transitory.  I  began 
looking  for  other  ways  to  use  this  "double-sensory" 
approach. 

At  this  point,  Eliot  uses  a  tape  recorder  in  almost 
every  subject.  Many  of  the  techniques  wc  use  give  him 


control  over  liis  own 
studying.  This  is  an 
important  bonus  because 
it  fosters  independence 
and  self-confidence  and 
at  the  same  time,  frees 
me  from  some  of  the 
tasks  of  a  home  tutor 
The  greatest  benefit  is 
his  growing  sense  of 
mastery  and  success. 

Spelling 

In  a  world  of  com- 
puters and  "spell- 
checker"  programs, 
some  people  con- 
sider spelling  skills 
unimportant.  But 
until  spelling  tests 
are  abolished  in 
school,  Eliot  is 
required  to  take  one  each  week.  Eliot  already  had  a 
history  of  frustration  and  discouragement  to  overcome 
since  he  was  often  asked  to  spell  words  that  he 
couldn't  read.  I  wanted  to  make  him  feel  that  the  effort 
he  puts  into  studying  his  spelling  list  is  worthwhile.  I 
also  wanted  to  foster  his  sense  of  being  able  to  master 
this  difficult  task  and,  with  effort,  the  next  task  as  well. 

The  first  step  in  studying  for  his  weekly  spelling 
test  is  for  Eliot  to  read  the  words  aloud  to  me.  Once  he 
can  read  them  fluently,  pronounce  them  correctly  and 
understand  their  meanings,  he  makes  an  audio  tape  of 
the  list,  reading  and  spelling  each  word  aloud.  Over 
successive  niglits,  he  listens  to  the  tape,  writing  each 
word  as  he  hears  himself  spell  it.  This  reinforces  the 
word  through  three  channels — auditory  (he  hears  it), 
visual  (he  sees  the  word  as  he  writes  it)  and  motor  (he 
writes  the  word).  Usually,  going  through  the  list  twice 
each  night  is  enough. 

After  three  nightly  practice  sessions,  I  give  Eliot  a 
"spelling  test."  If  he  is  having  trouble  with  only  a  few 
words,  he  makes  a  new  tape  of  the  words  he  missed. 
Sometimes,  if  the  words  are  particularly  difficult,  he 
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also  listens  to  the  tape  before  falling  asleep  or  while  he 
is  getting  dressed  in  the  morning. 

Math 

We  used  a  similar  technique  when  it  was  time  to  memo- 
rize multiplication  tables.  Eliot  wrote  the  tables  cor- 
rectly in  sentence  form  Ce.g.  "two  times  two  equals 
four").  Then,  he  read  them  onto  the  audio  tape.  He  prac- 
ticed by  listening  to  the  tape  and  writing  the  examples 
as  he  heard  them,  mastering  one  table  at  a  time. 

Social  Studies 

The  typical  social  studies  curriculum  requires  that  stu- 
dents read  and  digest  the  text,  answer  questions  relating 
to  the  material  and  memorize  facts — awesome  tasks  for 
some  children!  We  have  developed  techniques  that  help 
Eliot  perform  all  of  these  tasks. 

First,  we  get  or  make  a  cassette  recording  of  the 
social  studies  text  so  he  can  listen  to  the  tapes  while 
reading.  Many  textbooks — especially  for  grades  five  and 
higher — are  available  on  tape  through  Recording  for  the 
Blind  (20  Roszel  Road,  Princeton,  NJ  08450, 609/452- 
0606).  For  a  one-time  fee  of  $37.50,  a  child  who  has  a 
"print  disability"  becomes  eligible  to  receive  needed 
textbooks  on  cape.  If  no  cassette  exists,  I  make  one.  1 
found  that  it  took  less  time  than  I  would  have  imagined 
and  certairUy  was  worth  the  time  invested. 

Because  Eliot  has  fine-motor  problems,  he  finds 
writing  time  consuming  and  difficult.  Now  he  often 
begins  by  answering  homework  questions  directly  onto 
a  cassette  tape.  Once  his  ideas  are  refined  and  he  is 
satisfied  with  his  answers,  he  transcribes  them,  either 
writing  longhand  or  using  a  word  processor. 

Elio  finds  it  helpful  to  make  a  study  sheet  of  all  the 
facts  he  needs  to  memorize  for  a  unit  or  chapter  test.  He 
reads  this  information  onto  an  audio  tape.  As  he  reads 
over  his  study  sheet  again,  he  listens  to  the  audio  track 
at  the  same  time. 

Recreational  Reading 

One  important  thing  we  can  do  for  our  children  is  to 
encourage  them  to  become  readers.  This  is  an  espe- 
cially daunting  task  for  parents  and  teachers  of  children 
with  learning  disabilities.  These  children  view  reading 
as  hard,  even  pziinful  work.  The  material  they  can  read 
tends  to  be  written  below  their  intellectual  and  emo- 
tional levels  and  is  not  likely  to  be  interesting  enough  to 
engage  them. 

Books  on  tape  can  solve  this  problem.  Many  pre- 
recorded fiction  and  nonfiction  works  are  available  on 
c;issette.  When  used  in  conjunction  with  the  printed 
book,  the  child  is  able  to  hear  the  text  while  following 
the  printed  word.  This  type  of  reading  becomes  eryoy- 
able  because  the  audio  track  helps  the  child  glide  over 
difficult  words  and  passages.  Recorded  books  expose 
my  son  to  lit  era'  re  on  his  intellectual  level,  let  him 


have  the  same  reading  experience  as  his  peers  and 
increase  his  familiarity  with  literature  of  all  types. 

Novels,  poetry,  history,  biographies  and  mysteries 
are  available  on  cassette.  Cassettes  are  available  for  free 
loan  at  most  public  libraries  and  can  be  purchased  at 
most  bookstores.  We  also  have  found  several  sources 
for  renting  books  at  reasonable  rates — ^Recorded  Books 
(800/63&-1304)  and  Books  on  Tape  (800/626-3333). 

In  addition,  a  person  who  has  a  disability  that  pre- 
vents the  use  of  standard  printed  materials  may  be  eligi- 
ble to  receive  services  from  a  free  books-on-tape 
program  administered  by  the  Library  of  Congress.  The 
National  Library  Service  for  the  Blind  and  Physically 
Handicapped  (NLS)  supplies  a  special  tape  player  and 

Eliot's  interest  in  reading  ho^ 
increased.  Rather  than  becoming 
dep  e  ndent  on  tapes,  he  is  starting 
to  read  more  on  his  own. 
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bi-monthly  catalog  describing  a  wide  range  of  recorded 
books  that  are  delivered  and  returned  by  postage-free 
mail.  Eliot  and  1  go  through  the  catalogs  togetlier  and  he 
chooses  titles  which  are  age-^propriate  but  too 
difficult  for  him  to  read  without  assistance.  When  we 
receive  a  tzype,  we  borrow  the  corresponding  book  from 
our  local  public  library. 

Applications  for  the  NLS  program  are  available  at 
some  public  libraries  or  can  be  obtained  by  calling  the 
Library  of  Congress  at  (800)  424-8567.  For  a  person  who 
has  a  learning  disability  to  receive  NLS  services,  a  doc- 
tor's signature  is  required. 

Since  Eliot  started  with  tliis  program,  his  interest  in 
reading  has  increased.  Rather  than  becoming  dependent 
on  tapes,  he  is  starting  to  read  more  on  his  own.  Some 
nights  he  reads,  or  reads  and  listens  for  half  an  hour  or 
more — just  for  the  pleasure  of  it!  Nothing  is  more 
thrilling  for  me  than  when  we  are  able  to  discuss  a  book 
he  is  reading  or  has  just  finished! 

Use  Your  Imagination! 

The  tape  recorder  has  other  uses  also.  Tapes  of  old 
radio  shows  like  The  Lone  Ranger  and  Fibber  McGee 
and  Molly  are  an  eryoyable  way  to  improve  auditory 
comprehension.  These  tapes  are  available  at  most  pub- 
lic libraries,  some  record  stores  and  through  mail-order 
companies  such  as  Adventures  in  Cassettes  (800/328- 
0108).  When  Eliot  is  working  on  a  task  that  does  not 
have  a  listening  component,  we've  found  that  tapes  of 
classical  music  provide  a  sort  of  "white  noii'e"  that 
blocks  more  distracting  household  noises. 

The  study  methods  and  techniques  for  recreational 
reading  described  here  w  ork  in  our  house,  and  I  hope 
they  will  be  helpful  to  you  as  well.  Feel  free  to  experi- 
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At  Devereux... 

a  helping  hand  is  just  a  phone  call  away 


1-800-345-1292 


In  a  nationwide  network,  Devereux 
provides  services  to  individuals  of  all 
ages  who  have  a  wide  range  of 
emotional  disorders  and/or 
developmental  disabilities. 

Devereux  services  include: 

•  residential  treatment  centers 

•  community-based  group  homes 

•  day  treatment  programs 

•  transitional  living 

•  acute  and  partial  hospitalization 

•  foster  care  homes 

•  family  counseling  and  therapy 

•  in-home  services 

•  aftercare  programs 


Locations:  Arizona,  California, 
Connecticut,  Delaware,  District  of 
Columbia,  Florida,  Georgia,  Maryland, 
Massaciiusetts,  New  Jersey,  New  York, 
Pennsylvania,  Tennessee,  Texas 


For  information  and  assistance, 
contact  National  Referral  Services 
1-800-345-1292 
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The  people  around  him  started  spinning  around  and  around 
in  crazy  circles.  Jesse  struggled  desperately  to  find  a  familiar 
face  among  the  swirling  images,  but  everything  looked  distorted 
and  strange.  To  Jesse,  it  felt  like  the  whole  world  had  turned 
upside-down.  In  reality,  he  was  lost  in  a  seizure. 

For  Jesse,  seizures  were  an  unavoidable  part  of  living  with 
multiple  disabilities.  At  times,  his  reactions  were  so  severe  that 
he  would  bruise  himself.  After  years  of  searching  for  a  place 
where  their  son  could  get  the  help  he  needed  to  learn  and  grow. 
Jesse's  parents  found  Heartspring.™ 

At  Heartspring.  seizure  management  plays  an  integral  part 
in  the  individualized  programs  we  develop  for  each  child  who 
experiences  seizures.  Medication  is  the  focus  of  seizure  manage- 
ment. Heartspring  strives  to  treat  the  whole  child  focusing  not 
only  on  medical  requirements,  but  also  his  educational  needs. 
Therefore,  a  program  may  include  occupational,  physical  and 
speech-language  therapies,  vocational  training  and  other 
programs  to  help  children  learn  to  live  independent,  active  lives. 

Thirteen  months  after  Jesse  enrolled  at  Heartspring,  his 
seizui'es  were  reduced  from  twice  a  day  to  less  than  once  a 
month.  He  learned  to  participate  freely  in  class,  but  also  play  a 
tuba  and  even  enjoy  riding  a  merry-go-round.  His  parents 
credit  Heartspring  with  the  balance  their  son  has  found. 

For  more  information  on  the  individualized  programs  we 
provide  for  children  with  multiple  disabilities  including  seizures, 
call  Heartspring. 
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ment  with  ways  to  use  books  and 
cassettes  to  make  the  study 
process  in  your  home  easier  and 
more  successful  and  to  open  new 
avenues  of  eryoyment  for  your 
child.  These  tools  are  just  that — 
tools  to  conununicate,  to  receive 
information  and  master  skills,  and 
to  understand  and  eryoy  the 
world. 

It  is  very  important  not  lo 
become  discouraged — children 
with  learning  disabilities  can  and 
do  learn.  In  the  beginning,  your 
child  may  be  resistant  to  trying 
new  ideas.  Eliot  does  not  want  to 
be  different  from  other  children 
and  does  not  want  me  to  "baby" 
him.  With  determination  and 
patience,  I  was  able  to  convince 
him  to  try  my  ideas.  Once  he  saw 
that  he  was  able  to  achieve  better 
results  while  spending  less  time 
studying,  he  quickly  accepted  the 
new  study  routines! 


Elizabeth  Mayer  is  a  library 
media  specialist  in  an  elemen- 
tary school  in  the  Syosset  Central 
School  District  on  Long  Island, 
New  York,  where  she  fias  worked 
witfi  children  with  learning 
difficulties.  Slie  is  mmried  and 
has  two  sons. 


"I'm  flying"  by  Arsenia  Ix;vie, 
V/est  Hartford,  CT 
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WHAT'S  Happening 


Department  of  Education 
Upholds  Right  to  Private 

A  South  Dakota  family  recently  pre- 
vailed on  a  complaint  filed  with  the 
U.S.  Department  of  Education  alleging 
a  violation  of  the  rights  granted  to  stu- 
dents and  their  parents  under  the  Fam- 
ily Educational  Rights  and  Privacy  Act 
(FERPA).  The  parents  of  a  special  edu- 
cation student  charged  that  the  family's 
privacy  had  been  breached  when  the 
local  school  board  disclosed  financial 
information  about  their  son's  individu- 
alized education  plan  (IE?)  to  the 
media  and  general  public  without  their 
written  consent 

The  family  charged  that  since  July 
1991,  the  school  board  repeatedly  vio- 
lated their  privacy  rights  by  including 
personal  details  about  their  son  in 
meeting  minutes  published  in  local 
newspapers.  The  minutes  included 
the  petrents'  names,  the  name  and 
tuition  rate  of  the  child's  out-of-state 
school,  and  the  amounts  of  reim- 
bursement payments  made  to  the  par- 
ents for  travel  expenses.  In  addition, 
board  members  made  statements  to 
the  press  and  in  a  public  meeting 
attended  by  more  than  80  people, 
discussing  confidential  aspects  of 
the  child's  lEP,  including  identifying 
information. 

After  tlie  disclosures,  many  residents 
of  the  community  blamed  a  long- 
plaimed  property  tax  increase  on  the 
high  cost  of  this  child's  education.  The 
turbulent  public  reaction  resulted  in 
numerous  stories  about  the  contro- 
versy that  appeared  in  tlie  media 
across  the  state,  while  many  members 
of  the  community  ostracized  and  bad- 
gered the  child's  parents.  Finally,  the 
family  filed  a  complaint  with  the  U.S. 
Department  of  Education,  alleging  a 
violation  of  their  FERPA  riglits. 

Tht!  Department  ordered  the  school 
board  to  refrain  from  publishing  per- 
sonally identifiable  information  from 
student  education  records  in  the  moot- 
ing minutes  or  releasing  such  informa- 
tion without  the  parents'  prior  written 
consent.  In  its  defense,  the  board  main- 
tained that  South  Dakota  law  required 
publishing  meeting  minutes  and  an  out- 
line (if  all  money  spent,  incluciing  the 
names  of  recipients.  However,  the 
Department  concluded  that  the  state 
law  conflicts  with  FERPA  if  it  permits 
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disclosure  of  education  records  with- 
out parental  consent. 
For  information  about  FERPA: 

•  Your  OiUd's  School  Records:  Qites- 
tions  &  Answers  About  a  Set  of  Rights 
for  Parents  and  Students  is  a  booklet 
available  from  the  Children's  Defense 
Fund,  PO.  Box  90500,  Washington,  DC 
2009(M)500,  cost:  $3.75. 

•  A  free  brochure  entitled  Access  to 
Scfiool  Records  includes  guidelines  for 
enforcing  parental  rights.  Send  a  self- 
addressed,  stamped,  business-size 
envelope  to  National  Committee  for 
Citizens  in  Education,  955  Massachu- 
setts Ave.,  Cambridge,  MA  02139. 

Support  Groups 

•  A  new  support  group  has  been 
formed  lor  families  affected  by 
Alagille  Syndrome,  a  rare  condition 
chetracterized  by  too  few  bile  ducts  in 
the  liver.  An  informational  brochure 
and  quarterly  newsletter  is  available. 
Contact:  Alagille  Syndrome  Alliance, 
10630  SW  Garden  Park  PL,  Tlgard, 


OR  97223,  (503)639-6217. 

•  The  X-Linked  Myotubular  Myopa- 
thy Resource  Group  provides  support 
and  p'omotes  the  exchange  of  informa- 
tion among  families  and  medical  pro- 
fessionals. For  more  information, 
contact  Pam  and  Gaiy  Scoggin,  2413 
Quaker  Dr.,  Ttexas  City,  TX  77590,  (409) 
945-8569. 

•  A  new  support  group  has  been 
formed  for  people  affected  by  Inconti- 
nentia Pigmenti,  a  genetic  disease  of 
the  skin,  hair  and  teeth.  For  more  infor- 
mation, contact  Colleen  Kidder,  I.P. 
Support  Network,  34929  Elm,  Wayne, 
MI  48184,  (313)729-7912. 

•  Von  Hippel-Lindau  (VHL)  disease 
is  a  genetic  condition  that  causes 
tumors  in  the  eyes,  brain,  spinal  cord, 
kidneys  and  adrenal  glands.  It  often 
goes  undiagnosed,  or  is  misdiagnosed 
as  cancer  For  more  information,  con- 
tact the  VHL  Family  Alliance  at  their 
new  toll-free  number-— (800)  767- 
4845— or  at  171  Clinton  Road,  Brook- 
line,  MA  02146,  (617)  232-5946. 


SY,  IT'S  CHILD'S  PLAY! 

ADJUSnASE  B  CLUHING  SOLUHON 


An  AdjMlEo^e  Woshchoii  is  sole, 
wet  hn  in  the  shower  ond  faofh  — 
and  01  l/ie  beach  a  pod,  100/ 
Plus,  it's  yout  Itee  wheeling, 
sensible  buck-  ond  faoctsover' 


M 


'.  Accesshowei  is  0  boiiieiliee,  good-looking, 
easy  to-do,  I -doy,  noptumbct  project' 
it's  on  ollotdoble  bathtub  teptocemen:. 
And  mote—  you  can  even  take  it  with  you 
whep  you  tncfife' 


Gaff  your  fomily 
Info  iftelr  A€€0B»hower» 
;  by  May  30  and  tmattv  tioan  vp 

Save  40%  on  your  €MWm 
A€f|usfIaso»*  WaBhthaM 


Accessible 


■  NVIRONMINTS  ♦  rRODUCTS 


800  285  2525 

FOR  MORE  BATH  PRODUCT  INFO  TODAY! 


WE  Fill  IHIRO  PARIY  PUR- 
CHASES IHROUGH  YOUR 
APPROVED  HOMt  HEAIIH 
DEAIER  lUSI  CAll  US  flRSH 
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Cycles  come  with  one,  two,  three  and 
four  wheels.  Some  require  a  bent-over 
rider  position;  some  allow  leaning 
back  in  a  recumbent  position.  Some  cy- 
cles are  hand  powered;  some  are  leg  pow- 
ered. Some  cycles — ^tandem  cycles — allow 
two  or  more  people  to  cycle  together. 
Bikes  and  trikes  are  made  for  the  beach, 
the  mountains  and  all  terrains  in  between. 
Children  and  teens  with  physical,  sensory 
or  cognitive  disabilities  can  use  cycles  for 
transportation  and  recreation. 

T/pes  of  Cycles 

Modified  Leg-Powered  Cycles: 

A  number  of  accessories — described  in  de- 
tail in  ABLEDATA  Fact  Sheet  #19— allow 
commercially  available  leg-powered  bicy- 
cles and  tricycles  to  be  adapted  for  various 
physical  limitations.  Supports,  belts  and 
wide  bench-style  seats  may  be  useful  for 
riders  with  poor  balance  or  trunk  control. 
Adapted  hand  brakes  and  gear-shifting 
mechanisms  can  be  employed  by  individu- 
als with  the  use  of  one  arm. 

People  with  limited  hand  grip  or 
strength  can  use  hand  and  wrist  straps 
connect<;d  to  the  handlebars,  or  vertical 

hand  grips,  to 
help  them 
maintain  con- 
tact with  the 
cycle's  steer- 
ing compo- 
nents. An 
adult  three- 
wheeled  cycle 
may  be  an  al- 
ternative to 
the  traditional 
bicycle  for  persons  with  poor  balance  but 
otherwise  good  leg  strength  and  trunk 
control. 

Hand  Cycles:  Hand-powered  cycles  have 
made  cycling  accessible  to  individuals 
who  do  not  have  the  leg  strength  to  use 
traditional  leg-powered  cycles.  Hand-pow- 
ered cycles  are  available  in  numerous  de- 
signs with  vaiious  features.  Some  require 
the  rider  to  pedal  with  the  arms;  others 
are  propelled  by  pushing  and  pulling  a 
handlebar  lever. 

Tandem  Cycles:  'Tandem  cycles  are  de- 
signed to  carry  two  or  more  cyclists,  with 
each  cyclist  contributing  to  the  cycle's 


SmaU  hand-driven 
tricyde,  RifUm  Equipment, 
Rifton,  NY 


propulsion.  Most  tandem  cycles  are  leg 
powered,  but  a  few  allow  one  cyclist  to 
use  leg  power  while  the  second  uses  hand 
power.  Tandems  come  in  bicycle-style 
models  with  two  or  more  wheels 
configured  in  a  line,  and  in  tricycle-style 
three-wheel  models.  Tandem  cycles  are 
especially  appropriate  for  riders  who  are 
visually  impaired  since  they  can  rely  on  a 
sighted  navigator  to  steer  the  bike. 

Special  Accessories 

The  traditional  two-  or  three-wheeled 
cycle  is  powered  by  the  rider's  legs,  and 
steered  by  the  rider's  hands.  Braking  may 
either  be  accomplished  by  use  of  hand 
brakes  or  back  pedaling  with  the  legs. 

•  "Strap-in"  Accessorie't:  For  individu- 
als who  are  lacking  in  trui  ■  control  or  bal- 
ance, there  are  a  number  of  accessories — 
for  use  with 
both  leg- 
powered  and 
hand  cy- 
cles— that 
can  help 
them  ride. 
Please  note, 

however.        Therapeutic  tricyde,  Viewpoint 
that  most  in-  ManvfacturiTig,  Spanish  Fork,  UT 
volve  strap- 

ping  the  rider  to  the  cycling  equipment. 
Should  the  cycle  tip  over,  the  rider  may 
not  have  the  opportunity  or  arm  strength 
to  break  the  fall  or  to  fall  clear. 
Appropriate  supervision  should  be  given 
to  riders  using  one  or  more  of  these 
"strap-in"  accessories. 

•  Pedal  Attachments:  Foot  pedal  attach- 
ments keep  a  rider's  feet  on  the  pedals. 
The  device  generally  takes  the  form  of  a 
platform  or  sandal  that  is  secured  to  the 
cycle  pedal  and  has  velcro  or  buckle 
straps  that  go  over  the  rider's  foot. 

•  Torso/Back  Supports:  For  individuals 
with  poor  balance  or  marginal  trunk  con- 
trol, torso  or  back  supports  may  allow 
them  to  ride  a  three-wheeled  cycle.  Torso 
supports  provide  a  full-body  lateral  sup- 
port system.  Back  supports  pro\ide  a  high 
backrest,  but  do  not  prevent  the  rider 
from  leaning  from  side  to  side  as  do  torso 
supports. 

•  Hip  Pads  and  Harnesses:  Hip  pads 

rontimwd  on  page  fi/5 


CYCLES  AND 
ACCESSORIES 
DIRECTORY 

The  following  list  of  cycle  and  ac- 
cessory manufacturers  is  desig- 
nated tiy  letter  code— "C"  for  cy- 
cles; 'A'  for  accessories.  The 
listed  manufacturers  offer  prod- 
ucts for  children  and  youth.  See 
ABLfDATA  Fact  Sheet  #19  for 
extensive  Infomiation  atwut  man- 
ufacturers and  their  specific 
products. 

Anthony  Brothers  , 
1 945  SFIancho  Santa  FeRd 
San  Marcos,  CA  92069-51 95 
(619)  744-4763  (Q 

Brike  Intemational 
20589  SWEII(homCt 
Tualatin,  OR  97062 
(800)800-5828(0) 

CD  Denison  Orthopaedic 
Appliance 

220  W28thSt 
Baltimore,  MD  21211 
(410)  235-9645  (A) 

Consumer  Care  Products 
PO  Box  684 

Sheboygan,  Wl  53082-0684 
(414)  459-8353  (C,  A) 
See  ad  on  page  37 

Danmar  Products 

221  Jackson  Industrial  Dr 
AnnAit)or,MI48103 
(800)  783-1998  (A) 

Equipment  Shop 
PO  Box  33 
Bedford,  MA  01 730 
(617)275-7681  (A) 
SeeadoapageAl 

Flaghouse 

150NMacQuesten  Pkwy 
MtVemon,  NY  10550 
(914)  699-1900  (C,  A) 
See  ad  on  page  24 

Freedom  Specialties 
Box  83 

Cleghom,  lA  51014 
(712)  436-2666  (C) 

GE  Miller 

540  Nepperham  Ave 
Yonkers,  NY  10701 
(800)  431 -2924  (C,  A) 

continued  on  ptge  65 
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Childrefi  of  Promise 

Hu' CciiU  r's  still!  tor 


New  England 
Center  for 
Autisnii 


Inc. 


The  New  England  Center  for  Autism  is  dedicated  to  providing 
the  most  caring,  comprehensive,  and  innovative  education 

available  today  to  children  with  autism  and 
mental  retardation. 

Our  behaviorally  oriented,  community-based 
center,  serving  students  aged  3  to  adult,  has 
revolutionized  the  way  in  which  children  with 
autism  and  developmental  disabilities  are  cared 
for  and  educated.  At  admission,  these  students 
have  severe  behavioral  problems  including 
aggression,  self-injurious  behavior  and  hyf)er- 
activity.  Half  of  our  students  have  seizure 
disorders. 

Our  educational  facility  is  located  in 
Southboro,  Massachusetts,  with  12  attractive  student  homes  in 
nearby  neighborhoods.  Our  professional  staff  includes  clinical 
psychologists,  special  educators,  social  workers,  nurses  and  physi- 
cians. Appropriate  students  are  welcomed  from  all  over  the  U.S. 

Formore  information,  please  contact 
Vincent  StrulN,  Jr.,  Executive  Director 


\\;int,lo  tluiiik 
I  111'  (  i'iiU  i  's  still!  tor 
du'  tuiTsi/^lit.  pirsisti  iKi' 
iiiui  i'\|)i'rti^c  in  txcrytinii 
pi'i'liaps  llio  lliu'st  proiinim 
ioi'  aiitislic  cliildrcn  and 
adults  in  tlic  naliuM."  -  „  ... 


33  Turnpike  Road  •  Southboro,  MA  0 1 772  •  (508)  48 1  - 1 0 1 5  •  Just  20  miles  west  of  Boston 


Circle  #171 


A  Special  Care  Facility 
Exclusively  for  Children 

Al  X'ooiIri's  I'c'iliailic  I'aiility  wo  pnnidf  conipa'lR'nsiw  and 
progrcssivi'  suliai  uu'  licaltli  larc  lor  medically  complex  chililren  ages 
6  weeks  to  21  years. 

Here's  why  Voorhees  I'edialric  1-aeilily  Is  the  ripht  choiee: 

•  All  aliern.ilive  to  aeiite  l  are  liospit;iIi/.atlon  — wttb  dramattc 
cost  savings 

•  .State  of  the  ait  ventilator  unit  (ineliiding  pressure  vents) 

•  .Stning  medical  anil  rchaliilitati\e  intiTclisciplinary 
ti'am  aiiproacli 

•  In-lioii.se  attending  pedialrieian  and  nu'iliial  resiik'nt  [irogram 

•  Board  certified  pediatric  pulmonologists 

•  Affiliated  with  St.  Christopher  s  Hospital  for  (".hiklren  and 
Qxipei  Hospital's  Child  Dexi'lopmcnt  Center 

•  Respite  care  available 

•  Coring  for  children  from  the  Mid-Atlantic  stall's  sUwe  1982 

V©<i|rhe<2s  PedKStnc 
^  FQCilit(^^ 


I. Mil 


(■.;irl  riulnl.iml.  .Aiiiliini.Mriiiir 
iiiMVlO.ik  l((i;ul  •  \  <KirlKv.s.  \o\  ier.si'y  IWIII.V  4  V)i 
(M)'))       .i1(K)  •  /vl.V         ■l.i'i  UJ.i 
llnKtniu'  or  \  kIi'o  .i\':)ilnt)k>  ii|Kin  rf{|iK'si 
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"AccrcUIUllmi  with  CUimmendatlon" 

loiiii  ( (imiuissiiin  nil  Aiiri'ililaluin  nl  llii.vpil.il  ()rj;.iniAiiums 
-  -  ifiiibn   N.iliiiii.il  .V'-vK  I  lium  111  Chililri'ii's  I  lo.v|iii.iK  .iiul  i(iiiioiUiWihii*i>is 


Willow  River  Farms 

is  an  active  organic  farming  and  artisan  community 
meeting  the  special  needs  of  men  and  women  with 
mental  retardation. 

At  Willow  River  we  offer... 

□  A  family-based  home  environment  that 
incorporates  traditional  values 

□  A  setting  that  fosters  personal  growth, 
independence,  and  self  respect 


□  Opportunities  for  productive  work  through 
individualized  programming 


□  A  home  for  persons  age  21  and  older 

M 


For  further  information  contact., 
Jimmy  R.  Haskins,  Ed.D. 
Director 

Willow  River  Farms 
P.O.  Box  450 
San  Felipe,  Texas  77473 
(409)  885-4121 


WIUOWRIUeRRWNS 


Operated  by:  CRI 
I3.R.  (Bill)"/alkcr,  Ph.D 
Executive  Director 
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New  Products 


TOBY  TRACHEASAURUS  THERAPY  TOY 

This  dynami'"  dinosaur  is  designed  to  help  children  un- 
derstand their  tracheostomy  and  to  make  speech  thera- 
py more  fun!  Toby  is  a  plush  toy,  and  comes  complete 
with  his  own  Shiley  tracheostomy  tube  flange,  Passy- 
Muir  speaking  valve 
and  Toby  TVacheostomy 
tube  tie.  The  Toby  Tra- 
cheasaurus  line  also  in- 
cludes a  Toby  Puppet, 
exhalation  kits,  color- 
ing books,  stickers  and 
speech  therapy  forms. 
Voicing!,  Newport 
Beach,  CA  92660. 

Circle  179 
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RIFTON  UNIVERSAL  CHAIR  FRAME 

The  model  K84 
Universal  Chair 
Frame  is  a  modu- 
lar seating  system 
and  torso  support 
that  can  be  used 
with  conventional 
chairs  and  toilets. 
It  features  padded 
trunk  supports, 
forearm  prompts, 
handholds  and 
rubber  feet  for  stability.  Rifton  Equipment,  Rifton,  NY 
12471-0901. 

Circle  180 

SCAN  IT-SWITCH  IT 

Teach  horizontal  and  vertical  scanning  using  a  single 
switch  or  Touch  Window  with  this  control  switch  training 
program  game.  Up  to  four  can  play  on  five  levels  of 
difficulty.  Tkrget  object  boxes  can  be  displayed  large  or 
small.  Players'  names  may  be 
entered  and  record  keeping  is 
available.  For  use  on  Apple 
TIGS  and  Macintosh;  a  ver- 
sion for  IBM  and  IBM-com- 
patibles is  in  development. 
UCLA/LAUSD  Microcom- 
puter i'roject,  Los  Angeles, 
CA  90024. 

Circle  181 


WALXERTALKER"' 

Kids  and  teens  on  the  go  who  use  alternative  speech  de- 
vices: don't  caiTy  your  communication  board — wear  it! 
The  WalkerTalker  is  a  speech  output  communication  de- 
vice housed  in  a  waist  belt.  The  communication  board 
can  be  removed  from  its  pocket  for  use,  then 
returned  to  keep  the  hands  free.  The  unit 
weighs  only  two  pounds.  Prentke 
Romich  Company, 
Wooster, 
OH  44691. 

Circle  182   

KID-E-PLUS" 

The  Kid-E-Plus  is  a  tilt-in-space  mobility  base  and  modu- 
lar p  j3itioning  system  ad- 
justable enough  to  accommo- 
date grovidng  children  from 
infants  to  preteens.  This 
stroller-like  seating  system  dis- 
assembles for  easier  transport. 
A  sun  shade,  pneumatic  tires 
and  anti-tippere  are  all  stan- 
dard equipment.  Positioning 
accessories  include  an  ad- 
justable tray,  head  rests,  hip 
supports,  foot  straps,  lateral 
supports  and  an  abduction  block.  Kid-Kart,  Inc., 
Belgrade,  MT  59714. 

Circle  183 

THE  BOBCAT 

It  goes  up  and  down,  it  tilts  in  space  and  reclines,  and  it 
disassembles!  It's  the  Bobcat! 
This  powered  wheelchair  alter- 
native is  designed  to  allow  kids 
to  have  face-to-face  conversa- 
tions with  friends,  play  and 
maneuver  about  the  classroom 
or  house.  Standard  features 
include  a  powered  elevating 
seat,  self-jacking  facility,  front 
wheel  drive,  variable  top  speed 
to  four  mph,  reduced  or  full  speed  in  reverse,  a  warning 
sound  in  reverse  at  half-speed,  joystick  control  and  fac- 
tory programmable  electronics.  The  optional  standing 
frame  is  interchangeable  witli  the  seat.  Advanced  Reha- 
bilitative Technologies,  Mason,  MI  48854. 

Circle  184 
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The  ABLEDATA  datahwse  of  assistive  technology  and  rehabililation  eqjiiptnenl  contains  information  on  mow  than  19,000  products  for 
persons  of  all  ages  who  luive  a  physical,  sensory  or  cognitive  diiabilify.  The  products  above  were  chosen  for  inclusion  on  this  page  by  the 
ABLEDATA  staff  based  mi  their  specific  applicability  to  or  design  for  children  with  disabilities.  For  more  irtfortnatum  mi  assisti.w  devices 
or  to  submit  product  information- for  inclusion  in  the  database  ( and  possible  inclusion  on  this  page),  please  contact  ABLEDATA,  8U5 
CoksoiUeRd.,  Sle.  935,  Silver  Spring,  MD  20910-3319,  (800)227-0216,  V/FDD,  (301 )  588-928i,  V/FDD  or  (301)  587-1967,  FAX. 
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Networking 

InfermoHon  {im  Ihe  Nalienal  Parent  Network  on  DUaU^ 


Hill  Reception— 

An  "Unequaled  Success" 


By  Connie  Hawkins 

On  Tuesday  ni^t,  Janu- 
ary 25, 1994, 500  par- 
ents and  advocates  for 
individuals  with  disabilities 
gathered  and  asked  the 
congresdonal  leadensh]$>  to 
listen  to  our  issues.  The 
event  was  the  first  National 
Parent  Network  on  Disabili- 
ties (Congressional  Recep- 
tion to  Honor  Parmts  of 
CMdren  with  Disabilities; 
the  issues  included  health 
care  reform,  family  sup- 
port, education  reform  and 
the  reauthorization  of  the 
Individuals  wititt  Disabilities 
Education  Act 

Twelve  senators,  thirty 
members  of  the  House  of 
Representatives  and  staff 
members  from  twenty  addi- 
tional Congressional  offices 
attended  the  two4iour 
reception  at  the  Senate 
Hart  Office  Building.  Parent 
leaders  from  across  the 
coimtiy  had  an  opportunity 
to  meet  with  le^lators 
from  their  home  states  and 
other  Congressional  leaders 
to  discuss  disability-related 
topics. 

Speakers  included  Sena- 
tor Tom  HarWn  (D  -lA), 
Senator  Paul  Wellstone 
(D-MN),  Representative 
M^orR  Owens  (D-NY) 
and  Maria  Cuprill.  Senator 
HarWn— Chairperson  of  the 
Senate  Appropriations  Sub- 
committee on  Labor,  Health 
and  Human  Services  and 
Education;  and  the  Senate 
Labor  and  Human 
Resources  Subcommittee 


Senator  Ibm  Harkin  (lA)  addresses  paimt  leaders  at  the  NI91D 
QmffrissionalSec^lion  to  Howr  Parents  (tfOii^^  vHOi 
Disabilities.   


on  Disability  Policy— 
addressed  many  issues  of 
importance  to  parents.  In 
his  remarks.  Senator 
Harkin  emphasized  f anwly 
support  and  pledged  to 
introduce  family  support 
le^Iation.  He  told  the 
audience  that  he  is  aware 
of  the  need  for  family  sup- 
port because  his  mother 
and  father  were  parents  of 
a  cliild  with  a  disability. 
Senator  Harkin  has  a 
brother  who  is  deaf. 

Senator  Wellstone  pro- 
vided information  on  health 
care  reform.  He  stressed 
that  comprehensive  reform 
of  our  health  care  system 
must  include  the  needs  of 
individuals  with  disabilities. 

Representative  Owens, 
Chairperson  of  the  House 
Select  BMucatlon  and  Civil 
Rights  Subcommittee,  said 
that  our  country  needs  to 
take  a  look  at  how  money 


is  spent  If  Congress  repri- 
oritized  the  programs  that 
received  government  allo- 
cation funding,  he  told  the 
audience,  the  country 
would  have  adequate  fund- 
ing for  health  care  reform 
and  other  dis^ility-related 
programs. 

Maria  Ciq)rill,  Staff  Direc- 
tor of  the  House  Select  Edu- 
caticHi  and  Cwil  Rights 
Subcommittee,  reempha- 
sized  her  ccmunitment  to 
services  for  underserved  and 
underrqjresented  families. 

Patricia  McGill  Smith, 
Executive  Director  of  the 
National  Parent  Network 
on  Disabilities,  termed  the 
congressional  reception  an 
"unequaled  success."  She 
said,  "Parents  had  the 
opportunity  to  let  the 
Congressional  leadership 
hear  real  issues  from  real 
families.  And  legislators 
listened" 


NPND1994 
Annual  Awards 

The  recipients  of  the  NPND 
Awards  are  a  distin- 
guished group  of  leaders  in 
disability  and  media: 
•  The  ffingsley  FamUy  of 
Ch£^)paqua,  New  York, 
received  the  Leadership  on 
Behalf  of  Families  award. 
-Emily,  Charles  and  Jason 
IQngsiey  are  credited  with  a 
wide  range  of  projects, 
including  the  work  Emily 
did  to  promote  children 
with  disabilities  on  Sesame 
Street  and  Jason's  new 
book,  written  with  Mitchell 
Levite  (see  page  XX). 
•  Christine  Davis,  Execu- 
tive Director  of  the  Parents' 
Union  for  Public  Schools  in 
Philadelphia,  received  the 
Exemplary  Service  to 
NPND  award  for  her  out- 
standing work  as  a  found- 
ing member.  She  has  served 
as  NPND  treasurer  for  the 
past  four  years. 


NPND  Itomon  HeumanHt 

0^  to  rigM)  Pam  Steneberg, 
NPND  secretary;  Diana  Gtith- 
bertB(m,  NPND  President  and 
Judith  Neumann,  Assistant 
Secretary  for  the  Office  qf  Spe- 
cial Education  and  R^tabilita- 
tive  Services,  V.S.  Department 
^Eduatiion. 
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Sep.  Major  OtOens  (NY)  enjoys 
the  cdebmtion  vdth  0km  kfi) 
Diana  Cuthbertson,  NPND  Pres- 
ident; Maria  OupriU,  St^ 
Director  of  the  House  Sfiect 
Education  and  OlvU  Rights  Sub- 
emnmittee  and  Patricia  Smith, 
NPND  Executive  Director. 

•  Judith  Heumami,  Assis- 
tant Secretary,  Office  of 
l^>ecial  Education  iand 
Rehabilitative  Services,  U.S. 
Department  of  Education, 
was  presented  an  award  for 
Outstanding  Educational 
Advocacy  for  her  work  on 
behalf  of  students  with  dis- 
abilities, From  her  winning 
lawsuit  against  New  Yodc 

that  enabled  her  to 
teach  to  her  involvement  in 
writing  Public  Law  94-142— 
(now  the  Individuals  with 
Disabilities  Education  Act), 
Judy  has  dedicated  her  life 
to  bettering  the  lives  of 
people  with  disabilities. 

•  Joseph  P.  Shaphro,  staff 
reporter  for  V.  S.  News  and 
World  Import,  was  pre- 
sented the  Outstanding 
Individval  Contribution 
in  the  Media  award  for  his 
extiaordinaiy  reporting 
about  people  with  disabili- 
tiea  His  book.  No  Pity,  and 
his  investigative  report  on 
i^>ecial  education  entitled 

Separate  and  Unequal"  are 
just  two  examples  of  his 
fine  work. 

•  17.  S.  News  and  World 
Report  received  the  Exem- 
plary Leadership  in 
Reporting  on  Disability 
Issues  award  for  its  ongo- 
ing coverage  of  issues 
reganfing  people  with  dis- 
abilities, especially  the  arti- 
cle "Mothers  of  Inventlcm." 

•  Dr.  Vince  Hutchins, 
longtime  leader  at  the 


The  National  Parent  Network  on 
Oisatiilities  Board  of  DiiQCtors 

Richard  Burden 
1N*S0URCE,  South  Bend,  IN 

Joanne  Butts 
Washington  PAVE,  Tacoma,  WA, 

AmparoCrespoOeCastro 
Asoclacton  da  Padres  Por  Blenestar 
de  NiftK,  impedkJos  de  PR,  Inc., 
RloPi6dras,PR 

Connie  Curtin 
Vemxxit  Parent  Infomiation  Center, 
Winooski.vr 

Diana  Cuthl)eftson 
Statewide  Parent  Advocacy  Netwom 
^AN).  WestfieW.  NJ,  President 

Kathtyn  Erickson 
Pathfinder  Services  of  North  Dakota, 
MInot,  ND  . 

JoeGaniia' 
Touchstones,  Seattle,  WA 

Paula  Goldt)erg 
PACa  Center,  Minneapolis,  MN 

Sweet  Alice  Harris 
Parents  of  Watts,  Los  Angeles  CA 

CoTHile  Hawkins 
Excepttonal  ChlMren's  Assistance 
Cerrter  (ECAC),  Davidson,  NO, 
Past  President 

Bonnie  Johnson 
Arkansas  Parent  Support  and  Infor- 
matton  Network,  Uttie  Rock,  AR 

JoanKilbum 
MATRIX,  A  Parent  Networi< 
&  Resource  Center,  San  Rafael,  CA, 
Treasurer 

Sue  Pratt 
CAUSE,  Lansing.  Ml,  Vice  President 

PamStenefaerg 
Disability  Rights  Education 
&  Defense  Fund,  Berkeley,  CA, 
Secretary 

Janet Vohs 
Federation  for  Children  with 
Special  Needs,  Boston,  MA 

Patricia  Smith 
Bcecutive  Director 


Maternal  and  Child  Health 
Bureau,  received  an  award 
for  Outstanding  Service  in 
Health  Care  and  Family 
Ifisues,  and  cited  for  his 
dedicated  sendee  in  recog- 
nizing "family-centered"  as 
the  key  adjective  for 
describing  services  to  chil- 
drai  with  disabilities. 
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Private,  501(c)(3) 
Nonprofit  Community 


"THEBR  COMMUNITY ...  WITH 
OUR  HELP"  Residential,  day,  and 
evening  programs  and  sen'ices  for 
adults  with  developmental  disabilities. 

•  Paid  Vocational  Training 

•  Visual  and  Performing  Arts 

•  Daily  Living/Life  Skills 

•  Therapeutic  Recreation 

•  Case  Management 

•  Health  Services 

•  Off-Campus  Activities 

•  125-Acre  Wooded  Environment 

Annandale  at  Suwanee,  Inc. 

3500  Annandale  Lane 
Suwanee,  GA  30174 
(404)  945-8381 


IxtfuhouH 

AHRC  J 


Camp  Loyaltown  provides  a  safe, 
fun-filled,  enthusiastic  &  stimulating 
summer  recreational  vacation  for 
mildly  fi  moderately  developmental- 
ly  disabled  children  and  yoimg 
adults.  Ne.stled  in  the  Cat.skill  Mts.  at 
Hunter.  NY,  we  offe--  classes  in 
music,  dance,  drama,  ceramics, 
wood  working,  sewing,  cooking, 
.swimming  atliletics  and  team  sports, 
recreation,  crafts  and  nature. 

Contact:  Paul  Cullen 
Camp  Loyaltown  AHRC 
189  Wlieatley  Rd. 
Brookville,  m'  11545 
(516)  626-1007  x444 


Bancroft 

where  hopes  take  uinf> 


INDIVIDUAL  DAY  &  RESIDENTIAL 
PROGRAMS  for  children  and  adults 
with  special  needs  including  dev. 
disabilities,  autism,  head  injury. 

•  A  continuum  of  educational,  voca- 
tional. &  community  living  options. 

•  Complete  clinical  support  ser\'ices. 

•  Outpatient  evaluation  and  remedia- 
tion services. 

•  Neuropsychological  testing. 

•  Vacation  opportunities 

•  Programs  in  N|  and  Maine. 
Contact:  Bancroft 
Hopkins  Lane 
Haddonfield,  N|  08033 
(609)  429-0010  ext.  .347 


REAL  CAMPING  FOR  THE 
MENTALLY  HANDICAPPED. 

Activities  carefully  supervised-swim- 
ming,  boating,  riding,  crafts.  The.se 
are  just  some  of  the  acti\'ities 
campers  will  enjoy.  Founded  in  1948 
in  the  mountains  of  North  Carolina. 

Contact;  Dan  Norman  or  Betty  Sharp 
Camp  Sky  Ranch 

Rte.  1.  Box  540 
Blowing  Rock.  NC  28605 
(704)  264-8600 


B 


M 


PREPARATORY 
SCHOOL 


1993  BLUE  RIBBON  WINNER 

Brehm  Preparatory  School  is  a 
Midwest  boarding  school  designed  to 
meet  the  academic,  social,  and 
emotional  requirements  of  adolescents, 
age  12-21,  with  learning  disabilities. 
Brehm  offers  specialized  academic 
instruction,  Orton  training,  speech  and 
language  therapy,  and  social  skills 
guidance.  Certified  staff,  family 
atmosphere.  NCA  accredited. 

Brehm  Preparatory  School 

1 245  East  Grand  Avenue 
Carbondalc,  IL  62901 
[618]  457-0371 


THE  DUVALL  HOME,  EST.  1945-  A 

private,  nonprofit  residential  facil- 
ity providing  a  warm,  loving  atmo,s- 
phere  for  ambulatory  and  non- 
ambulatory people  with  mental  retar- 
dation of  all  ages: 
•24-hour  nur.sing  care. 

•  Lovely  24-acre  rural  campus. 

•  Recreational  and  training  activities. 

•  Respite  care  available. 

The  Duvall  Home 

Presbyterian  Special  Serv  ices.  Inc. 
3395  Grand  Avenue.  P.O.  Box  220036 
Glen\v(K)d.  FL  32722 
(904)  734-2874 
(800)  358-0450 


A  VERY  SPECIAL  CAMP  FOR 
SPECIAL  NEEDS  CAMPERS. 

A  co-ed  residential  camp  for  the: 

•  Learning  Disabled,  ADD. 

•  Neurologically  Impaired. 

•  Mild-Moderate  MR. 

Located  in  Ix'autilul  High  Falls  in  the 
c;atskill  Mts.  of  NY  state. 
2.  4.  8  wk.  sessions.  1  iighly  (lualifietl 
staff.  33rd  year.  Free  brochure. 


33rd  Year 


Contact;  Bruria  K.  I'alik.  P 
Camp  Huntington 

56  Bmceville  Road 
High  Falls.  NY  124-40 
(914)  687-7840 


1.1). 


"MAXIMIZING  INDIVIDUAL 
POTENTIAL" 

•Community-based,  positive  learn- 
ing environment  for  dilficult-toplace 
children,  adolescents  and  young 
adults  with  MR.  auti.sm,  communica- 
tion disorders,  challenging  behav- 
iors, and  tle\'elopmental  disabilities. 

•  12-nio.  day,' residential  programs. 

•  10  miles  west  of  Boston. 

Contact;  Atlmissions  Director 
The  Learning  Center 

411  ^X'avcrley  Oaks  Road 
Walthani,  MA  02154 
(617)  893-6000 
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THi  IIARNINC;  ClINC.  US»C 


THE  LEARNING  CUNIC 

Country  School  and  Residence 
enrolling  children  of  ail  ages  in  a 
year-roimtl  program  of  specialized 
treatment  for  attention  deficit  and 
learning  disaiiility. 
•small,  selective  and  personal 

•  rural  setting,  pa.stures  and  animals 

•  tutorials  in  all  .subjects 

•  young  apprentice  program 
•wilderness  trips 

The  Learning  Clinic,  Inc. 

P.O.  Box  .^24 
Brooklyn,  CT  ()d23-i 
(203)  928-S274 
(203)  774-7471 


RESPITE  SERVICES  provitles  short 
tenn  residential  care  for  children, 
adolescents  and  adults  with  disabili- 
ties. Respite  Ser\'ices  gives  a  week- 
entl  break,  vacation  or  help  in  times 
of  illness  or  other  crisis.  Simimer 
camp  .sessions  are  also  available. 
Family  style  care  and  welcome  in  a 
coimtry  setting. 

Contact:  John  &  Pat  Ryan 
Respite  Services 

RRI  Box  458 
S.  CiiKson,  PA  18842 
(717)  756-27S0 
(717)  756-2870  Fax 


iiiUHl 


i-tx3?y 

"mm 


SHEVET  ACHIM  in  conjunction  with 
YACl  lAD/NCSY  is  a  nev.  &  exciting 
summer  program  in  an  Israeli 
Kibbutz.  This  four  week  program  is 
designetl  sjiecifically  for  high  fimc- 
tioning  Jewish  young  adults  with 
developmental  disabilities.  U)cated  in 
Kibbutz  1-in  Zurim,  central  Israel. 
Sabbath  and  Kosher  dietary'  laws 
ob.sened. 

SHEVET  ACHIM 

63-67  108th  Street 
Forest  Hills.  New  York  1 1375 
(718)  997-1111  New  York 
(213)  651-5122  l.os  .\ngeles 
(312)  7(>i-4019  Chicago 


TENNESSEE 


SINCE  ION 


TALL  PINE  CAMP.  Co-ed  mountain 
camping  for  cliiklren  and  adults  with 
MK.  Programs  and  activities  basetl  on 
individual  abilities.  Prof  .staff,  full- 
time  nurses.  Self-care  it  .social  skills 
emphasized.  Academics,  incl.  com- 
puter programming.  Recreational 
activities  including:  .swimming,  cralls, 
boating,  equestrian  prog.,  etc.  2,  3.  d 
wk.  .sessions  available. 

(ionlaci:  Ron  <S;  (^ammie  Fydt 
Tall  Pine  Camp 

1  M  Tall  Pine  Circle 
Tellico  Plains.  'I  N  .r.W5 
(615)261-2329/(615)  26I-21.W 
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A  SPECIAL  SERVICE  FOR  EXCEPTIONAL  PARENT  READERS!  This  Reply  Card  enables  you  to 
receive  FREE  information  atMut  products  and  services  seen  in  Exceptional  Parent. 


How  to  use  this  service: 

1.  Locate  the  number  at  the  bottom  of  each 
ad  or  refer  to  the  Directory  of  Advertisers. 

2.  Circle  the  numbers  on  the  Reply  Card  that 
correspond  to  the  companies  or  products 
about  which  you  would  like  to  receive  free 
literature. 

3.  Fill  in  your  name  and  address  on  the  card 


and  mail  the  postage-paid catti.  You  will 
receive  free  literature  from  each  company 
for  which  you  circled  a  number. 
4.  If  both  Reply  Cards  have  been  removed 
from  this  issue,  just  call  or  write  to  the 
companies  directly.  Be  sure  to  tell  them 
you  saw  their  ad  in  Exceptionai  Parent! 
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m  Labs  42 
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St  Coletta  (Wl)  63 
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Stewart  Home  School  65 
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Woodbury  Products  45 


Books,  Audio/Video  &  Educational  Material 


Conferences 


AultUvi  T§chnolo0y  '94 

A  full  day  conference  with  over  1 00  exhibits  of 
assistive  technology  equipment  and  services  for 
people  of  all  ages  and  with  any  kind  of  disability. 
Come  see  low-  and  high-tech  equipment  for  use 
at  work,  in  school,  at  home,  and  in  recreation. 
Workshops  and  seminars  on  new  technologies, 
advocacy,  funding,  and  more.  Registration  lee 
$10  in  advance;  $15  at  the  door.  For  registration 
form  and  more  information,  call  the  Massachu- 
setts Assistive  Technology  Partnership  Center  at 
(617)  735-7820  (Voice)  or  (617)  735-7301  TDD 


Provide  a  bridge  of  understanding  for  your 
child  with  disabilities,  their  siblings  &  friends. 
Send  for  a  FREE  Turtle  Book  brochure  to 
Jason  &  Nordic  Publlsiwre,  P.O.  Box  441 , 
Hollidaysburg,  PA  16648.  Call  (814)  696- 
2920  or  FAX  (814)  696-4250. 


Catalogs 


Videotapes 


iMtirM  VMM  SHh*  LM9i<a9t  CouTM 

Illustrates  1200+  signs  based  on  ASL.  Six  videos 
with  6.5  hrs.  Graphics  provide  reference  of  equiv- 
alent English  word.  Free  brochure.  $199  (+$4.50 
s&h)  Intarax  Tralnltig,  Inc.,  P.O.  Box  473106, 
Garland.  TX  75047-3106,  (800)  242-o583. 


tramliir'Yalk 

Network,  newsletter,  and  directory  for  all  travel- 
ers vnth  disabilities  The  only  resource  travelers 
should  need  to  plan  trips,  discover  true  accessi- 
bility, or  find  help  in  case  ot  difficulties  away  from 
home.  International.  Huge.  Friendly.  Inexpensive. 
Free  brochures  and  copy  of  newsletter.  Send 
SASE  to  Travelln'  Talk,  P.O.  Box  3534, 
Clatksville.  IN  37043, (615)  552-6670 


Attainment  CompMy 

Attainment  Company's  1994  product  guide  of 
special  education  materials.  Call  or  write  for 
your  free  copy  and  see  our  latest  items;  Mac 
software,  the  Pocket  Talker,  board  games, 
money  skills  materials.  Attainment 
Company,  P.O.  Box  930160,  Verona,  Wl 

53593.  Call  j800)  327^4269^_  

Fnit^TlM  NEW  SjMt^t  Ntedt  Pr^Kt 
Book  Catalog  The  best  books  from  all  pub- 
lishers about  disabilities.  Comprehensive 
resources  for  parents,  children  &  profession- 
als. Special  Needs  Project,  3463  State  St., 
Santa  Bartjara,  CA93105,  (800)  333-6867. 
Free  Book  Catalog: 
'ma  IBM  Spadal-Haadt  CoHMMn 
features  a  collection  of  valuable  books  for  par- 
ents on  Down  syndrome,  CP,  Autism,  Tourette 
syndrome.  Mental  Retardation,  Special 
Education  and  more.  Woodbine  House 
Contact;  5615  Fishers  Lane,  Rockville,  MD 
2085?,  (800)  843-7323 


310 


Fnil  Product  &  SERvibE  Information 


A.  Are  you  a  subscriber  to  Exception?!  Parent? 

Ql  Yes  Q  No  (If  no.  please  see  the  subscription  card  in  this  issue.) 


Name 


Occupation/Title 


Company/Association 

Address  

City  


Phone(  ). 


.State. 
.Fax(_ 


.Zip_ 


)- 


B.  Annual  Household  Income  (include  all  family  members) 


4Q  $50,001  -  $75,000 

$75,001  -$100,000 
eQ  $100,000+ 

Rent 
12Q  Rent 


iQ  Less  than  $30,000 
2Q  $30,001  -  $40,000 
3D  $40,001  -  $50,000 

C.  Do  you  live  in  a(n): 
?□  Home  bG  Own 
ioQ  Apartment     1  iQ  Own 

D.  In  all,  how  many  automobiles  do  you  and  others  in  your 
household  own  or  lease? 

laQOne  uQTwo  tsQ  Three  or  more 

E.  Do  you  plan  to  purchase  a  product  or  service  advertised  in 
Exceptional  Parent  within  (check  one): 

leQ  one  month  tsQ  nine  months 

!?□  three  months  tsQ  one  year 
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A.  Are  you  a  subscriber  to  Exceptional  Parent? 

Ql  Yes  Ql  No  (II  no.  please  see  the  subscription  card  in  this  issue.) 


Name . 


Occupation/Title 


Company/Association 

Address   — 

City  


Phone(  ). 


.  State - 
Fax(_ 


.Zip. 


B.  Annual  Household  Income  (include  all  family  members) 


4Q  $50,001  -  $75,000 
5^  $75,001  -$100,000 
6Q  $100,000+ 

9Q  Rent 
12Q  Rent 


iQ  Less  than  $30,000 
zQ  $30,001  -  $40,000 
3O  $40,001  -  $50,000 

C.  Do  you  live  in  a(n): 
7Q  Home  bQi  Own 
loQ  Apartment     iiQ  Own 

D.  In  all,  how  many  automobiles  do  you  and  others  in  your 
household  own  or  lease? 

13G  One  uQ  Two  15^  Three  or  more 

E.  Do  you  plan  to  purchase  a  product  or  service  advertised  in 
Exceptional  Parent  within  (check  one): 

16Q  one  month  i8Q  nine  months 

17Q  three  months  19^  one  year 

Jl  1 


Issue  Date:  April  30, 1994 
Expiration  Date:  July  31,  1994 
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Schools,  Camps,'&  Residences  Directory 


National  Hotline 
Service 


HaOonalCtaMim 

RMOtaciCtntaron 

MMrtalManMioii 

Sethesda  Lutheran 
Home  &  Serv. 
700  Hoffman  Drive 
Watertown,  Wl  53094 
(800)  369-INFO 
See  ad  on  page  65 


California 


SeuthMn  CaHfonria 
CoUiga  tt  Optomrtry 

2575  Yorta  Linda  Blvd. 
Fullerton.CA  92631 
(714)449-7432 
Comprehensive  diagnostic  and 
therapeutic  vision  care  for  visual 
impaired,  exceptional  and  learn- 
ing disabled  children  and  adults. 


Florida 


Ralph  J.  Baudhuin  School 
of  Nova  Unlvofiity 

3375  SW751h  Avenue 
Ft.  Laucierdale,  FL33314 
(305)  475-7324 
A  private  non-profit  day  school 
for  children  wth  learning  dis- 
abilities, attention  deficit  disor- 
ders, speech  and  language 
impairments,  communication 
disorders  and  hearing  impair- 
ments. Serves  ages  birth  to 
eighth  grade. 


Georgia 


3711  Agape  Village  Rd. 
Macon,  GA  31210 
(912)471-3700 
Providing  mentally  disabled  with 
50  acre  protected  place  to  live, 
work  in  greenhouses  and  enjoy 

active  life  with  supervision.  

AniiiiidaltVlliaga 
3500  Annandale  Lane 
Suwanee,  GA30174 
(404)  945-8381 
Private,  nonprofit  community  lor 
adults  with  developmental  dis- 
abilities. Full  residential,  day, 
and  evening  programs  and  ser- 
vices promote  well-balanced 
lifestyles  which  include  a  broad 
range  ol  activities.  Located  on 
1 25  wooded  acres  near  Atlanta 
See  ad  on  page  57 


HMHtspiing 

.  2400  Jardine  Drive 
Wichita.  KS  67219-4699 
(316)  262-8271 
Heartspring  serves  students 
ages  five  through  21  who  have 
multiple  disabilities  and  com- 
munication disorders.  We  serve 
residential  school  and  day-only 
students.  Out-patient  assess- 
ments, short-term  treatment 


programs,  and  hearing  center 
services  are  also  offered. 
See  ad  on  page  50 


Kentucky 


Tlw  Stawait  Honw  School 

Box  20 

Frankfort  KY  40601 
(502)  875-4664 
Progressive  education,  home 
environment  for  mentally  handi- 
capped children  and  adults. 
Multiple  recreation  and  activi- 
ties. Year  round  program, 
EsL  1893.  Call  or  write  lor 
brochure. 

See  ad  on  page  65 


Massachusetts 


•oifcshiro  Maatiow* 

249  N.  Plain  Road 
Housatonic,  MA  01236 
(413)528-2523 
For  children  who  are  severely 
retarded,  multiply  disabled. 
Private,  non-profit  residential 
school  located  in  the 
Berkshires. 

See  ad  on  page  63  

Cryttal  Springs  School 

38  Narrows  Rd.  Box  372 
(508)644-3101,  Ext.  328 
Assonet,  MA  02702 
Established  in  1953,  Crystal 
Springs  offers  licensed  home-like 
residences;  and  approved  private 
school:  full  rehab,  program:  and 
24-hour  licensed  nursing  cover- 
age designed  to  meet  the  needs 
ol  medically  fragile,  multi-handi- 
capped children  and  young 

adults,  birth -22  yrs.  

Evargrawi  CMitar 
345  Fortune  Blvd. 
i  Millord,  MA  01757 
i  (508)478-5597 
'  Residential  school  lor  students 
j  who  are  developmentally  dis- 
[  abled  and  require  education  or 
■  assistance  in  sell-care,  commu- 
j  nity  living,  adapted  coinmunica- 
I  tion,  mobility  training  or  behav- 
i  lor  control  due  to  psychiatric/ 
i  behavioral,  medical  or  thera- 
peutic needs.  An  intensive  pro- 
gram is  available  for  severe 
maladaptive  or  sell-injurious 
behavior. 

See  ad  on  page  38 
TlM  Loamlng  Coiilor 

411  Waverley  Oaks  Road 
Waltham,  MA  02154 
(617)893-6000 
Children  and  young  adults  with 
MR,  autism,  communication 
disorders,  challenging  behav- 
iors, developmental  disabilities. 
12  mo.  day/residential. 

See  ad  on  page  57   

thi  HtwEnaiand  Conlar 
for  Autttm 
33  Turnpike  Road 
South  bora,  MAUI  772 
(508)481-1015 


Day/residential  school  for  chil- 
dren with  develop,  disabilities, 
behavior  disorders  age  3-22. 
Integrated  preschool,  inclusion 
svcs.  staff  intensive  prog.,  func- 
tional activity  based  curr.,  sup- 
ported emnloyment  in  modern 
school  and  group  homes. 
!  See  ad  on  page  53 

Now  EngUHMl  VHiagas,  htc 

664  School  Street 
Pembroke,  MA  02359 
(617)  293-5461 
Exceptional  priv.  community  lor 
MR  adults  offering  o  range  of  res- 
idential options,  vocational,  recre- 
ation and  social  opportunities. 
See  ad  on  page  62  


SLCoMta'tof 

Cardinal  Gushing  School 
and  Training  Contar 

400  Washington  Street 
Hanover,  1^  02339 
(617)826-6371 
See  ad  on  page  38 


New  Jersey 


Bancroft 

Hopkins  Lane 
Haddonfield,  NJ  08033 
(609)  429-0010  ext.  347 
See  ad  on  page  57 


New  York 


NawYoricUnlvantty— 
l>ara-Educator  Cantar 

One  Washington  Place 
NewYori<,  NY  10003 
(212)998-5800 
Two  year  post-high  school  pro- 
gram for  severely  learning  dis- 
abled young  adults.  Courses  & 
supervised  job  training  in 
human  sereices,  while  empha- 
sizing independent  living  skills. 
Graduates  qualified  to  ivori*  with 
inlants.  toddlers,  young  children 
or  senior  citizens. 


Ohio 


St  John's  VWa 

P.O.  Box  457 
620  Roswell  Rd  NW 
Carrollton,  OH  44615 
t216)  627-9789 
See  ad  on  page  38 


Pennsylvania 


Tbs  Dswrain  FomdaUon 

(800)  345-1292,  Ext.  3045 
(610)  964-3045 
FAX  (61 0)971-4600 
Residential,  day  and  communi- 
ty-based treatment  centers 
riatlonwide.  Comprehensive  ser- 
vices to  individuals  of  all  ages 
with  emotional  disturtiances, 
developmental  disabilities,  men^ 
tal  retardation,  dual  diagnosis, 
autism,  and  post-head  trauma. 
See  ad  on  page  49 


"  .do  In  USA 


BEAT  THE  HEAT! 

•  Comfort  for  your  child 

•  Peace  of  mind  for  you 

•  Pius,  rain  protection 

The  WeATHErBrEAKER 

Wheelchair/Scooter  Canopy 

800-795-2392 

OIESTCO  Manufacturing 
P,0.  Box  6504  •Chico,  CA9592/ 

Pat,  S168889  Prmldlnj  Comfort  to  Tttose  WI>o  Want  III 


ERIC 


Ehwyn,  Inc. 

Ill  Elwyn  Road 
Elwyn,  PA  19063  4699 
(610)  891 -2(XXV(800)  345-81 11 
Est.  1 852,  offering  servoes  from 
infant  to  adulthood.  Education, 
rehabilitation,  vocational  tiaining  & 
placement  Day  &  residential. 
See  ad  on  page  14 


H.M.S.  School  for 
CMIdranwtthCP 

4400  Baltimore  Avenue 
Philadelphia,  PA  19104 
(215)222-2566 
See  ad  on  page  38 


Martha  Uoyd  Community 
Sanrtcos 

190  West  Main  Street 
Troy,  PA  16947 
(717)  297-2185 
See  ad  on  page  62  


Maimarfc,  tnc 

Wayland  Road 
Bei\vyn,PA19312 
(610)353-1726 
A  unique  residential  community 
near  Valley  Forge,  Pa. 
Children/adolescents/adults 
receive  special  ed/adult  day 
programs/OT/PT/speech-lan- 
guage  /aquatic/pet/music  ther- 
apy/ horsemanship.  Self- 
help/safety  skills  and  communi- 
ty involvement  promote  a  more 
independent  life  style. 


Rhode  Island 


Tbo  Grodan  Cantar,  inc. 

86  Mount  Hope  Avenue 
Providence,  Rl  02906 
(401)274-6310 
Education  and  treatment  for 
children  &  young  adults 
w/autism  &  other  developmen- 
tal disabilities.  Vocational  pro- 
grams; positive  self-control 
techniques. 


South  Dakota 


Chlldran'sCaroHosiiltai 
and  School 

510  N.  Cambell 
Rapid  City,  SD  57701 
(605)342-4412 
(800)  584-9298 
Branch  ol  Crippled  Children's 
Hospital  and  School  providing 
outreach  and  outpatient  ser- 
vices for  children  through  21 
who  have  disabilitir";  or  chronic 
illnesses.  Our  mu;  Jisciplinary 
teams  provide  family-centered 
services  based  on  each  child's 
need. 


Texas 


WNowRlvarFanns 

P.O.  Box  450 
San  Felipe,  TX  77473 
(409)885-4121 
See  ad  on  page  53 


Wisconsin 


CMtoda  HakUttaUon 


1020  Mississippi  Sreet 
U  Crosse,  Wl  54601 
(608)  782-6480 
FAX  (608)  782-6481 
Residential  treatment  lor  youths 
with  severe  mental  &  physical 
disatiilities,  closed  head  injuries 
&  challenging  behaviors. 


SL  Colstta  School 

W4955  Highway  18 
Jefferson,  Wl  53549 
(414)674-4330 
Year-round  res,  prog,  in  acade- 
mic instruction  and  prevoca- 
tional  training  for  MFt/DD.  Adult 
res.  lacility.  Long  term  opportu- 
nity (or  care. 
See  ad  on  page  63 


Van  Conversion  Dealers 


Connecticut 


Mw-MastBT,  hic 

9  Spielman  Road 
Fairfield,  NJ  O70O4 
(201)808-9709 
Full  service  mobility  center: 
raised  tops/doors;  drop  floors; 
custom  driving  equipment:  dis- 
tributors for  Mobile  Tech.,  Crow 
River  lilts,  Ricon,  IMS,  E2  Lxk, 
and  EMC  touch  pad  systems. 
41  yrs,  of  service  to  the  dis- 
abled community.  Please  call 
(or  more  inlormation.  NMEDA 
member. 


Indiana 


C  A  C  Ford  •  Mtrcury 

5th  &  Monroe  streets 
Sturgis,  KY  42459 
(800)  332-6696 
New/used  van  converbions,  raised 
rool  &  doors,  Braun  lilts  &tie- 
dov/ns  installed  by  certified  tech- 
nicians. Call  lor  more 
Forward  MoUons 
214  Valley  Street 
Dayton,  OH  45404 
(513)222-5001 
Full-size/Mini-Van  modilications, 
new/  used,  lifts,  drop  lloor,  raised 
roof,  lxk  dovms.  drwng  equip 
NMEOA  member  Owned  by  per- 
son with  a  disability. 


;  Illinois 


caCFarri-Maniwy 

5th  &  Monroe  streets 
Sturgis,  KY  42459 
(800)  332-6696 
New/used  van  conversions, 
raised  rool  &  doois,  Braun  lilts  & 
tie-downs  installed  by  cerlilied 
technicians.  Call  (or  more  info. 


Kentucky 


cacFortf-MarotRy 

I  5th  S  Monroe  streets 

■■  Sturgis,  KY  42459 

:  (800)332-6696 

[  New/used  van  conversions, 

I  raised  rool  &  doors,  Biaun  lilts  S 

:  tie-downs  inslalied  by  certilied 

I  technicians  Cnll  loi  more  mlo 

Forward  MoU^^m 

214  Valley  .SIreet 
I  Dayton,  OH  45404 
I  (5131222-5001 


Full-Size/Mini-Van  modifica- 
tions, new/  used,  lilts,  drop 
lloor,  raised  rool,  lxk  downs, 
driving  equip.  NMEDA  member. 
Owned  by  person  with  a 
disability. 


New  Hampshire 


RWo-Away  Corp. 

51  Wen^vorth  Ave. 
Londonderry,  NH  03053 
(603)  437-4444 
The  most  complete  line  ol  new 
&  used  adaptive  equipment  lor 
vehicles  in  New  England.  Lilts, 
ramps,wheelchair  securements, 
new/used  vans,  trade-ins,  ; 
linancing  available.  24  hours  1 
everyday.  Service,  healthcare  ' 
prolessionals  on  staff. 


New  Jersey 


ArooUMoMllty 

51  Kero  Road 
Carlstadt.  NJ  07072 
(201)507-8500 
(800)ARCOlA-1 

Nev/-Used-Trade- Lease-Buy.  Full 
sized,  mini,  rear  and  side  enliy. 
We  carry  prodiir"  'rom  the  tal- 
lowing manulai.  >iiers:  Braun, 
KneeKar,  Vantage,  Ricon,  and 
Pick-A-Lilt  II  we  don't  have  it, 
we'll  find  It!  Financing  is  avail- 
able. NMEDA  Member.  Please 

call  lor  more  mlo.   

Drive-Masiar,1nc. 
9  Spielman  Road 
Fairtield,  NJ  07004 
(201)  808-9709 
Full  service  mobility  center- 
raised  tops/doors;  drop  lloors. 
custom  driving  equipment;  dis- 
tributors tor  Mobile  Tech.,  Crmv 
River  lilts.  Ricon,  IMS,  EZ  Lock, 
and  EMC  touch  pad  systems. 
41  yrs.  ol  service  to  the  dis- 
abled community.  Please  call 
tor  n'ore  inlormation  NMEDA 
inei  liber 


distributors  lor  Mobile  Tech., 
Crow  River  lifts.  Ricon,  IMS,  E2 
Lock,  and  EMC  touch  pad  sys- 
tems. 41  yts.  ol  service  to  the 
disabled  community.  Please  call 
lor  more  inlormation.  NMEDA 
member 


CftCFord- 

5th  &  Monroe  streets 
Sturgis,  KY  42459 
(800)  332-6696 
New/used  van  conversions, 
raised  rool  &  doors,  Braun  lilts 
&  tie-downs  installed  by  certi- 
lied technicians.  C^ll  lor  more 
into. 


Fonward  Mottons 

21 4  Valley  Street 
Dayton,  OH  45404 
(513)222-5001 
Full-Size/Mini-Van  modifica- 
tions, new/  used,  lilts,  drop 
lloor,  raised  root,  lxk  downs, 
driving  equip.  NMEOA  member. 
Owned  by  person  with  a 
disability. 


Pennsylvania 


New  York 


Drtva-Mastsr,  inc. 

g  Spielman  Road 
Fairlieiri,  NJ  07004 
(201)808  9709 
Full  .service  mobility  center 
raised  lops/doors:  drop  lioorn. 
custom  driving  equipment. 


Diluo  Mailor,  Inc. 

9  Spielman  Road 
Fairtield,  NJ  07004 
(201)  808-9709 
Full  service  mobility  center: 
raised  tops/doors;  drop  lloors: 
custom  driving  equipment:  dis 
tributors  lor  Mobile  Tech.,  Crov; 
River  lilts,  Ricon,  IMS.  E2  Lxk, 
and  EMC  touch  pad  systems. 
41  yrs.  ol  service  to  the  dis- 
abled community  Please  call 
lor  more  intarmation,  NMEDA 
member. 


Tennessee 


C  *  C  Ford  -  Marcunr 

5th  &  Monroe  streets 

■  Sturgis,  KY  42459 
(800)  332'6696 

1  New/used  van  conversions, 
laiseu  rool  &  (k»rs.  Bi  aim  liilr,  8. 

■  lio  dovms  installed  by  certiiifd 
1  technicians  Call  lor  more  mlo. 
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Marketplace 


Superior  Quality  "■ 

Community  Living 
Opportunities 

For  more  than  65  years,  Martha  Lloyd  Community  Services  has  provided  superior  quality 
day  and  residential  programs  for  adults  with  mental  retardation.  Located  in  the  scenic  rural 
village  of  Troy.  Pennsylvania.  Martha  Lloyd  has  a  unique  relationship  with  its  neigtitxxs. 
Residents  are  valued  members  of  the  community  and  make  full  use  of  its  resources. 

There  are  five  programs  for  women  (from  semi-independent  to  highly  structured)  including 
one  specifically  designed  for  mature  women.  A  new  commurilty-bascd  program  for  m$n 
Is  now  available. 


•  Life  skills  and  vocational  training. 

•  Employment  opportunilies  at  Martha 
Lloyd  and  in  the  Troy  community. 

•  Easy  access  to  nearby  community 
resources  including  retail  shops, 
restaurants,  churches,  and  recreation. 

•  A  canng  professional  staff  experienctid 
in  working  with  developmental 
disabilities. 


•  Our  interdisciplinary  team  approach 
assures  continuity  and  consistency  in 

-       P'" ''3- 

•  Unique  leisure  and  recreational  expe- 
riences in  a  njral  community  setting. 

•  Exceiient  health  care  provided  by 
on  staff  health  professionals  and  a 
coiTimjriitv  msdica!  confer. 

•  Annual  fees  among  the  lowest  in 
the  nation. 


MARTHA 
LLOYD 
COMMUNITY 
SERVICES 


For  information  Caii 

(717)  297-2185 

Ofwife  MaithaUoydCommuRty Services 
190  West  Ham  Si,  Troy.  MS?'? 


Circle  number  175 


Comfortable.  Quiet. 
Affordable.  Leakproof. 

Just  A  Few  Reasons 
Why  You  Must  Try 
The  Ultimate  In 
Cloth  Diapers 

om  the  Friendly  Earth  Co. 
*  Sizes  newborn  to  adult  * 


Are  you  throwing  money  away 
on  disposables?  The  Friendly  Earth 
Company  has  the  perfect  answer 
with  the  highest-quality  cloth 
diaper  you  can  buv  anywhere. 
Leakproof  Cloth  Diaper 

Our  revolutionary  design  Is 
leakproof  —  the  gentle  elastic 
around  llie  legs  and  waist  offer  a 
perfect  fit.  With  h  plush  layers  of 
1(Xl'7r  natural  collon  on  the  inside 
and  waterproof  nylon  on  the 
outside,  they're  amazingly 
lomfortable.  Thev  feature  the 
ultimate  in  convenience  with  an 
innovative  all-in-one  design  that 
fastens  with  either  soft  velcro 
closures  or  durable  plastic  snaps. 


No  pins  or  diaper  covers  needed. 
Plus,  they're  ultra  absorbent  so  no 
extra  padding;  is  necessary. 

Best  of  all,  our  diapers  mean 
incredible  savings  for  you  be- 
cause they're  washable  and  can  be 
used  for  years.  Plus,  they're 
environmentally  friendly. 
Order  Your  Sample  Today 
Call  and  order  your  sample 
diaper  today.  If  you're  not  UH)'/! 
satisfied;  simply. return  it  within 
30  days  for  a  full  refund. 

Friendly  Earth  CompMy,  Inc. 

Specializing  in  quntity  incontiiioni  oroducl^ 

1-800-358-2128 
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Bicycle  Trailer 


■lueSiqfCycieCaito 

P.O.  Box  5788 
Bend.  OR  97708 
(503)383-7109 

Enjoy  cycling  with  the  whole  fami- 
ly. We  offer  customized  bicycle 
trailers  adapted  to  carry  children 
&  adults  with  special  needs. 


Catalogs 


iToytai 

232  S£  Oak  St  Suite  103 
Portland.  OR  97214 
(800)  826-8664/(503)  233-1660 
Assortment  of  colorful  toys,  one 
piece  underwear,  hand-made  dolls, 
educational  txiote.  diapers  and 
morel  Call  toll  free  for  catalog. 


MftCCoDipMy 

P.O.  Box  4107 

Schenectady.  NY  12304-4107 
(518)357-2808 
Personalized  cliildren's  txxiKs  are 
fun.  exciting  and  encourage  read- 
ing Great  Ijifts  for  all  oaasions.  All 
time  favorite  titles.  Free  broctiures. 


Cribs  8r  Youtli  Beds 


mm  MaMifadwtaf  Co.,lno 

230  Grider  Street 
Buffalo.  NY  14215 
(800)  USE-HARD 

Ttie  #1  mfg.  sets  ttie  standard  for 
safety  in  tiospitals.  21 6  colorful 
models  available.  HARD  will  adapt 
products  to  meet  your  special 
requirement. 


Equipment  Dealers 


Atlantic  IMiib.|  tnc, 

81  Rumford  Ave. 
Waltham.  MA  022r>4-9055 
(617)894-0069 


Atlantic  Rehab,  specializes  in 
Pediatnc  Mobility  and  Seating. 
Sales  and  Service.  Please  call  for 
more  Information. 


DowdltatiUltSalM 

100  Main  Street 
Buffalo.  NY  14202 
(716)883-8188 

Dowd  has  been  servicing  the  area 
since  1930.  For  personal  service 
and  quality  equipment  and  further 
information  call  Dov/d  Rental  & 

Sales.  Inc.  

Loyal  Lanaal*  Supply  Co. 
6702  E.  11th  St 
Tulsa.  OK  74112 
(918)835-6381 
Custom  seating.  Check  Marc 
certified  repairs.  Authorized 
Check  Itorc  Repair  Center.  We 
cany  most  products  &  advertised 
in  this  manazine. 


IMiabco 

1513  Olmstead  Ave. 
Bronx.  NY  10462 
(718)829-3800 
45  years  as  New  York's  oldest  and 
best  Rehab,  dealer.  Experts  in  chil- 
dren's mobility  &  custofii  seating. 
Full  time  therapist  for  evaluations  at 
our  new  facility.  Ask  for  our  295 
page  Technology  Guide.  Please  call 
or  write  us  today  lor  more  informa- 
tion and  quality  service. 


AdVNit  Modical/IIMo-Away 

51  Wentvrarth  Ave. 
Londonderry.  NH  03053 
(603)  437-4444 
Advent  Medical  specializes  in  all 
types  of  rehabilitation  &  mobility 
equipment  for  your  child.  Nurse  & 
therapist  on  staff  for  any  position- 
ing issues.  Dealers  of  all  major 
brands  of  equipment.  Skilled 


technicians.  24  hour  everyday 
service.  Huge  list  of  references 
available.  


.lacontinence 


ACCOM  KaMcal  Syppiy 

2006  Crown  Plaza  Drive 
Columbus.  OH  43235 
(800)  242-2460 

Attends  Youth  Briefs  fits  child 
35-75  lbs.  $51.95/cs  (96),  Fr 
Delivery.  Also  -  Depend,  Sere 
other  items.  Manufacturer's 
coupons  accepted.  Free  Catali 
iNoon  Frotadt  CoMfMy 
509  West  9th  Street 
S.Sioux  City.  NE  68776 
Fax  (402)  494-1744 
We  cany  a  full-lme  of  reusable 
diapers  and  pu    3r  plastic 
pants.  Availabit  i  all  sizes.  Write 
for  more  information  and  FREE 
brochure. 


Monitoring  Systems 


Can  BadnMlca 

5741  AraphoeRd..  Suite  2A 
Boulder.  CO  80303 
(303)  444-CAflE  (2273) 
WanderCARE  Systems  notify 
care-givers  when  their  wanderer 
leaves  home.Locate  them  up  to 
ONE  MILE  a>vay.  FREE  catalog. 


UNCS-MSG/OPHP, 

535  Race  Street,  #140 
San  Jose,  CA  95126 
(408)  294-6933  BBS 
(408)  288-5010  Voice 
Electronic  bulletin  board  housing 
hundreds  of  resources  for  familif 
and  prof,  caring  for  childr'i  with 
special  needs.  Resourcf  -.wtor 
file  database.  Intemet  mail  and 
more!  No  on-line  charges. 
Settings:  N-8-1,  up  to  14.400 
baud,  24  hours. 


THE  RIGHT  DECISION 

New  England  Villages  Is  a  private,  non-profit  resi- 
dential community  nationally  recognized  for  Its 
commitment  to  personal  care  and  a  supportive 
family-like  environmenL  We  provide  a  full-range 
of  opportunities  tor  your  family  member  in  a  non- 
pressured  lifestyle. 

The  Village  offers  residents  single  or  double 
rooms  in  very  attractive  modern  homes  or  apartments 
set  on  a  beautiful  75-acre  wooded  site  some  25  miles 
south  of  Boston.  Our  vocational  center  provides  for 
the  satisfaction  and  dignity  of  productive  employment 
in  a  supervised  work  set- 
ting. A  wide  range  of 
recreational  opportunities 
and  professional  support  services 
are  available. 

A  private  endowment  and 
minimal  dependency  on  govern- 
ment reimbursement  assures 
stability  now  and  for  the  future. 

Call  or  write  Bryan  Efron.  Ph.D.. 
Executive  Director  for  information 
and  a  descriptive  brochure.  A  visit 
to  New  England  Villages  may  help 
you  make  the  right  d  'cision. 

new  england  villages  mc 

A  Model,  Supportive  Commuhiiy. 
For  MtnUMy  Ratorded  AduHs 

664EP  Sctiool  Streei,  Pembroke,  MA  02359    (61 7)  293-5461 
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CIrct*  number  55 


A private,  non-profit  year-round 
residential  school  for  children 
who  are  developmentally  delayed 
and  may  be  multiply  disabled. 


y^erkshire 

jyjeadows 


We  believe 
that  all 
children,  no 
matter  how 
severely 
disabled,  can 
make  progress, 
and  that 
through  careful 
assessment  of 
all  aspects  of 
development, 

considered  planning  and  teaching, 

round-the-clock  structure,  and  a  nurturing 

environment,  children  can  achieve  their  maximum  potential. 


Beautiful  campus  in  the  heart  of  the 
Berkshire  hills,  with  cheery,  confortable  semi- 
private  rooms 

Innovative  learning  center  with  unique,  year- 
round  curriculum 

Hydrotherapy  in  an  indoor  therapy  pool 
and  Hubbard  tank 

Augmentative  communication  systems 
developed  along  with  total  communication 

Intensive  physical  therapy 

Around-the-clock  advanced  medical  care 

Associations  with  leading  specialists  and  major 
medical  centers 

Affiliation  with  SUNY 

Parent  association  and  open-door  visiting  policy 

Gail  W.  Charpentier,  Executive  Director 
Berkshire  Meadows 
249  North  Plain  Road 
Housatonic,  MA  01236 
413/  528-2523 


Circle  #6 


Each  person  is  a  unique  individual 
with  God-given  potential  to  live  a 
personally  satisfying,  productive  life. 
At  St.  Coletta's,  we  not  only  believe 
this,  but  we  act  on  our  belief.  Each 
of  our  students  and  adult  residents 
receives  the  kind  of  personal 
attention  they  might  expect  to 
receive  from  their  own  family,  Their 
education,  home  life,  recreation  and 
leisure  activities,  vocational  training 
and  employment  are  planned  to 
make  the  nr>,ost  of  thoir  individual 
interests  and  abilities,  We  are  a 
caring  community  where  each  of  us 
-jhares  a  loving  concern  for  one 
another.  In  a  world  where  love  is 
sometimes  in  short  supply,  we  have 
it  In  abundance, 

St,  Colleta  School  founded  in  1904, 
offers  a  year-round  academic 
residential  program  for  children  and 
young  adults  (ages  6-25)  with 
mental  retardation.  Special  services 
include  personal  and  vocational 
counseling,  socialization  skills, 


In  A  World 
Where  Love 
Is  Sometimes  lr\ 
Short  Supply 

We  Have 

■tin 
Abundance 


personal  living  skills,  transitional 
home  living,  speech  and  language 
development,  music  and  art, 
adaptive  physical  education  and 
swimming,  and  physical  and 
occupational  therapy. 


9 

0  ' 
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/hColetho-^hoo 

W4955  Highway  18 
Jefferson,  Wisconsin  53549 


Our  Alverno  ICF/MR  program 
provides  superia  quality  care 
for  adult  residents  in  a 
pleasant,  attractive  setting. 
Wholesome  meals,  attentive 
staff,  and  stimulating  activities 
are  among  the  things  which 
make  Alverno  of  special 
interest  to  families  seeking 
comprehensive  care. 


Other  St,  Coletta  programs  include 
habilitatlon/vocationai  training, 
employment  opportunities  for  adult 
workers,  and  community  transitional 
group  homes.  For  further  infamatlon, 
contact  the  Admissions  Office  at 
(414)674-4330. 
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ABILITIES  EXPO  is  a  must  attend  event 
for  all  ages,  families,  seniors,  health  care 
prawders,  ana  rehal^litation  professionals, 

Mark  your  Calendar  to  attend 
ABILITIES  EXPO  in  a  cit>'  near  you: 

ABIUTIES  EXPO  EAST 

Edison,  NJ 
Raritan  Expo  Center 
April  15-17,  1994 

ABiUTlES  EXPO  WEST 
Anaheim,  CA 
Anaheim  Convention  Center 
May  20-22,  1994 


The  #1  Show  of  Products  and  Services 
for  People  with  Disabilities 

Opportunities  to  try  and  buy 
on  the  Show  floor 

One  giant  mdrketplacc  of  prodiids  and  sm'ie  t^  for 
People  with  Disabilities,  Seniors,  and  1  ieaitli  Care 
Professionals.  See  and  tr^':  Viins,  IJfts,  VXlia^Jdiairs, 
Exercisers,  Computers,  S-Wlicel  Srooters,  Clothing  Daily 
fjving  Aids,  Personal  Care  Products,  Toys  and  more! 

Longest  running  show  of  its  land  in  the  U.S. 

Emphasizing  a  more  independent  and  rewarding  life  for 
People  witii  Disabilities.  Come  and  explore  a  liiige,  flilly 
accessible  '  slnopping  center"  full  of  products  and 
tcvhnologies.  Attend  workshops  and  visit  th(^  computer 
center  geared  to  your  needs  and  interests. 

For  more  information  on  attending 
pltasecall  20312S&4700. 


SAVE  ONE  DOLLAR  *  SAVE  ONE  DOLLAR 
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Save  ONE  DOLLAR  on  a  single  admission,  regularly  $4  when  you  present  this  coupon. 
Children  under  12  are  free.  Natne  and  address  must  be  completed  to  validate  coupon. 

Name  


/Iddress 

atr  


State. 


lip 


Telephone  ( 


C/I/JV;94  ; 


UCfek     #M        /7  Produced  by  Expocon  Management  Associates,  Inc  j.j        .  ^Mi. 
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Cycling  contitniedfrom  page  52 


for  lateral  waist  support  and  shoulder  and 
leg  harnesses  may  be  added  to  a  torso  or  a 
back  support. 

•  Modified  Seats  and  Seat 
Accessories  may  be  used  to  provide 
extra  support  or  maintain  knee  abduc- 
tion. Pressure  sores — from  extended  peri- 
ods of  sitting  on  an  insufficiently  padded 
seat — may  be  another  concern.  Most  stan- 
dard seats — even  on  adapted  cycles — do 
not  have  proper  pressure  relief  seats. 
However,  many  will  accommodate  a 
wheelchair  seat  cushion.  Another  option 
for  pressure  relief  during  long  bike  rides 
may  be  the  Jay  Protector^^'  manufactured 
by  Jay  Medical  of  Boulder,  CO.  The  Jay 
Protector  is  a  minimally-sized  fluid/foam 
cushion  for  children  and  adults  that 
straps  around  the  user's  legs  and  waist  to 
stay  in  place  regardless  of  the  user  s 
movements. 

•  Adapted  Handlebars  and 
Handlebar  Accessories 

•  Protective  Helmets:  As  vnth  all  sports 
equipment  and  in  all  recreational  activities, 
safety  is  of  the  utmost  importance. 
Protective  helmets  are  recommended  for 
all  riders,  and  required  by  law  for  children. 


Continued  Iran  pans  S2 

Haverich  Orttio-Sport 
67  Emerald  St 
Keene,  NH  03431 
(603)  358-0438  (C,  A) 
See  ad  on  page  11 

JA  Preston 
POBox89 

Jackson,  Ml  49204-0089 
(800)631-7277(0,  A) 

Jay  Medical 
PO  Box  18656 
Boulder,  CO  80308-8656 
(800)  648-0282  (A) 

New  Dimensions  Design 
90127WDemnningRd 
Elmira,  OR  97437 
(503)935-3162(0) 

Palmer  Industries 
PO  Box  707,  Union  Station 
Endicott,  NY  13760 
(800)847-1304(0,  A) 

PatronI  Machine  &  Design 
9005  Amherst  Ave 
Margate,  NJ  08402 
(609)823-8121  (0) 

PCA  Industries 
5642  Natural  Bridge 
St  Louis,  MO  63120 
(800)  727-8180(0,  A) 


Did  I  Hear  You  Say  Help? 


National  Christian 
RMOurc*  Canter  on 
Mental  Retardation 

»servloto(: 


Bethesda 

LUTTieRAN  HOMES 

ANO  Bcnvicsa,  inc. 

700  Hoffman  Dr. 
Watertown,  Wl  53094 

A.L.  Napolitano 
Executive  Director 

Call  1-«00-369-INro 


□  Are  you  looking  for 
appropriate  services 
for  yourself,  your  family 
member  or  client? 

□  Would  you  like  to 
obtain  information  on 
religious  services  and 
materials  offered  by 
specific  faith  groups 
and  Bethesda? 


Then  call  our  toll-free  hotline  1-800-369-INFO. 
We  offer: 

•  Lists  of  services  in  specified  geographic  areas. 

•  Referrals  to  advocacy  and  support  groups. 

•  Referrals  to  religious  education  programs. 

•  Lists  of  religious  materials. 

Bethesda  offers  workshops  and  resources  to  help 
you  build  parish  ministries  wnich  fully  include 
persons  with  disabilities  and  their  fa...ilies.  For 
more  informatk5n  call  1-800-369-INFO. 
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Ouantum  Leap 
974  Pinson  Blvd 
Rockledge,  Fl  32955 
(407)631-8703(0) 

uulckie  Designs/Shadow 
Products 

20264  84th  Ave  S 
Kent,  WA  98032-1 224 
(800)342-1579(0) 

Rifton  Equipment 
PO  Box  901 
Rifton,  NY  12471 -0901 
(800)374-3866(0) 

Rock  N'Roll  Fun  Machines 
3405  69th  Dr 
Lubbock,  TX  7941 3 
(800)  654-9664  (0) 

Specially  Oustomlzed  Bicycles 
c/o  John  Van  Note 
PO  Box  116 

Englewood,FL  34295-01 16 
(813)475-6646(0) 

Top  End  by  Action 
4501  63rd  Oircle  N 
Pinellas  Park,  a  34665 
(800)  532-8677  (0) 

TRIKING 
10  Drake  Terrace 
Prospect  Heights,  IL  60070 
(708)  537-6032  (0) 


TflP''1 

'  .amerce  Dr 
Oumberiand,MD  21502 
(301)759-3525(0) 
See  ad  on  page  45 

Therapeutic  Recreation 
Systems 

Ste  3, 1280  28th  St 
Boulder,  00  80303-1797 

(800)  621 -8385  (A) 

Viewpoint  Manufacturing 
PO  Box  108 

Spanish  Fork,  UT  84660 

(801)  798-0181  (0) 

This  article  was  adaoled  from  intor- 
nrnUon  contained  in  ABLEDATA  Fact 
Sheet  #19,  Mitten  tiyAlynne  Landers, 
M.IM,  ABLEDATA  Program 
Specialist,  bidividual  tact  sheets  are 
available  free  from  ABLEDATA,  a 
database  of  more  than  19,000 prod- 
ucts lor  people  with  disabilities.  Most 
ABLEDATA  publications  are  available 
in  a  variety  of  accessible  formats,  in- 
cluding large  print.  Braille,  cassette, 
and  computer  diskette.  Contact: 
ABLEDATA,  8455  Colesville  Road, 
Suite  935,  Silver  Spring,  MD  20910- 
3319  (800)227-0216,  V/TDDor 
(301)588-9284,  V/TDD  Fact  sneets 
may  also  be  downloaded  24  hours  a 
dff'  trom  ABLE  INFORM,  ttie  free 
ABLEDATA  electronic  bulletin  board 
system— (30 1)  589-3563, 
1200-9600  baud,  H-8-1. 


Special  Care 
for 

Special  People 

Progressive  education,  home  environment  for  the 
mentally  handicapped  child  and  adult.  Oppor- 
tunity for  educational  progress  at  any  age— multi- 
ple recreational  and  social  activities.  A  year-round 
program  with  an  active  and  full  lifestyle  among 
friends  on  a  GOO-acre  bluegrass  estate.  Est.  1893. 

Phone  502-875-4664  or 
write  for  brochure 

THE  STEWART  HOME  SCHOOL 

Box  20,  Frankfort,  KY  40601 

John  P.  Stewart,  M.D.,  Resident  Physician 
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CEPTigm 

lARENT 
Library 

You  can  order 
any  of  the 
books  listed  here 
with  the  coupon 
below  or  by  calling 
(800)  535-1910 


ATTENTiON  DEFICIT  DISORDER 


Help!  This  Kid's  Driving  Me  Ceazy! 

The  Young  Child  with  Attention  Deficit  Disorder 

L.  AllKINS  &  J  Cady 

Information  about 
typical  behavior  cliar- 
acteristics;  offers  sug- 
gestions on  liow  to 
foster  the  develop- 
ment of  appropriate 
behavior. 

PE040A0  $5.00 


mfl  THIS  Km 

MivHC  ME  turn 


CHILDREN 

vitli 

AunsM 


AUTISM^ 


AimsM 

Ir^formation  and  Resources 
for  Parents,  Famiiies,  and 
Professionals 

R.  Simpson  &  P.  Ziovrs 
Resources  book,  presented  in 
a  question-and-answer 
format. 

PE04300  $24.00 


Children  with  Autism 

A  Parents'  Guide 

Edited  by  Michael  Pow'ers 
A  complete  introduction 
to  autism  answers,  questions, 
and  gives  hope  to  parents 
coping  with  this  perplexing 
disorder. 

WB0170D  $14.95 


When  Snow  Turns 

TO  Rain:  One  Fain%'« 
struggle  to  Solve  the  Kddle 
of  Autism 

Craio  Schuub 

A  father's  personal  account. 
From  birth  through  eiglit 
years;  Schuize  describes  his 
son's  transformation  from  a 
happy  toddler  to  a  progres- 
sively disconnected  child. 
WB029AM  $14.95 


DISABILITY,  GENERAL 


Cant  Your  Child  See? 

A  Guide  for  Parents  of 
Visuallg  Impaired  Children 

E.  ScoTi',  H.  Jan  &  R.  Freeman 
Practical  guidelines  for  help- 
ing visually  impaired  children 
reach  their  full  potential 
PE04100  $23.00 


Children  with  Epilepsy 

A  Parents'  Guide 

Edited  by  Helen  Reisner 
Chapters  on  diagnosis, 
medications,  daily  care,  family 
life,  advocacy,  and  special 
education. 

WB0180D  $14.95 


Disabled,  Female,  and 

Proud!  stories  of  Ten 
Women  with  Disabilities 

Hasilyn  Rousso 
Offers  young  women  with  dis- 
abilities empowering  role 
models. 

GW003EP  $12.95 
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The  Exceptional 
Parent  1994  Resource 
QiVm:.  Directories  of 
National  Organizations, 
Associations,  Products 
&  Services. 

A  valuable  reference  tool  for 
parents  and  professionals. 
EP0550R  $20.45 


The  Illustrated 
Directory  of  Disability 
Products 

MojfTE  Mace 

Shows  hundreds  of  products 
along  with  names,  addresses 
and  phone  numbers  so  con- 
sumers can  get  more 
information. 

1F02600  $12.95 


It  Isnt  Fair! 

Siblings  of  Children  with 
DisabiUttes 

Edited  by  S,D.  Klein 
&  m.j.  sciilkifer 
Features  chapters  by  parents, 
siblings  and  professionals 
EPOOIEP  $14.95 


Nobody's  Perfect 

lUing  6  Growing  with 
Children  Wto  Baoe^^edai 
Needs 

Nancy  B.  Miller 
Offers  parents  the  strategies 
and  emotional  support  to  cre- 
ate a  harmonious  dally  life 
and  improved  communication 
with  family,  relatives  and  pro- 
fessional:.. 

PB05200  $21.00 

Physicians' Guide  TO 
Rare  Diseases 

Edited  by  J.G.  Thoene 
Over  1,000  pgs.  Contains 
information  on  approximately 
700  disorders. 

DP0210D  $75.50 


Planning  For 
The  Future 

Providing  MeaningfiU  L(fe 
foraChildwithaDisaiMltii 
e^r  Your  Death 
Mark  Russell 

AP024OD  $24.95 


Trouble  with  School 

A  Family  Story  About 
Learning  Disabilities 

Allison  &  Kathryn  Dunn 
Book  takes  a  clear  look  at  the 
warning  signs  and  common 
problems  associated  with  LD. 
W3028LD  $9.95 
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Children  WITH 
Cerebral  Palsy 

A  Parent's  Guide 

Edited  by  Geralis 
About  CP  and  how  It  will 
affect  a  child  and  family. 
W'.itten  by  doctors,  therapists, 
educators,  and  parents 
WB012PO  $14.95 


Coping  With 
Cerebral  Palsy 

Ansivers  to  Questions 
Parents  Often  Ask 

Jay  Schleichkokn 
Provides  answers  to  more 
than  300  questions  that  have 
been  carefully  researched. 
PE037PD  $24.00 


HOW  IT  PEELS 
ITOUVEWITHA 

PHYSICAL 
I  DISABILITY 


JILLKREMENTZ 


How  IT  Feels  to  Live 
WITH  A  Physical 
DisABum 

Jill  Krementc 

Inspiring  gift  of  hope  from  12 
children  ranging  in  age  from 
six  to  sixteen.  Captured  in 
text  and  photos,  children  tell 
their  own  stories  and  speak  in 
candor. 
SS014PD 

Teaching  the  Young 
Chhj)  with  Motor 

DeIAHS:  A  Guide  for 
Parents  and  Professionals 

M.  Hanson  &  S.  Harris 
Provides  information  to  par- 
ents on  how  motor  develop- 
ment influences  other  areas 
of  development. 
l>E048i>D  $27.00 


The  Wheelchair 
Traveler 

Douglas  Annand 
Information  for  the  traveler 
with  a  disability.  Accessibility 
ratings  of  hotels/motels  in  the 
U.S.,  Canada  and  Mexico. 
Although  written  for  adults, 
it  provides  helpfUl  info  for 
parents. 

WrOlSPD  $20.00 


EDUCATION 


LANGUAGE 
of  TOYS 


The  Language  of  Toys 

Teaching  Conunwtication 
Skills  to  ^dot-Needs 
Children 

S.ScHWARTC&J.  Miller 
Teaches  parents  how  to 
improve  their  child's  commu- 
nication skills  at  home  with 
fun,  easy-to-follow  exercises. 
WB0200D  $14.95 


You,  Your  Chujo  and 
"Special"  Education 

A  Guide  to  Making  the 
System  Work 

Barbara  Coyne  Citler 
Shows  parents  how  to  obtain 
the  educational  services  their 
child  rightfully  deserves. 
PBOSaOO  $22.00 


INJURY 


When  Your  Child  Goes 
To  School  After  An 
Injury 

Marilyn  Lash 

Issues  parents  need  to  con- 
front about  their  child's 
future  schooling,  health  care 
and  social  needs. 
EP006ML  $5.00 


When  Your  Child  is 
Seriously  Injured: 

The  Emotional  Impact 
on  Families 

Marilyn  Lash 

Topics  include  preparing  for 
hospital  visits,  reaction  to 
loss,  helping  siblings,  and 
coping. 

B>005ML  $2.00 


MENTAL  RETARDATION 


Advances  in  Down 
Syndrome 

Edited  by  V.  Dmitriev 
&  P.  Oelwein 

Twenty  experts  contribute 
their  recent  research,  experi- 
ence, and  thoughts  on  future 
directions  for  children  with 
Down  syndrome. 
PE0450S  $31.00 

The  Child  Who 
Never  Grew 

Pearl  Buck 

Brings  back  into  print  Buck's 
inspiring  account  of  her  strug- 
gle to  help  her  daughter  with 
mental  retardation 
WB008MR  $14.95 


Children  with  Mental 

RETARD/  m 
A  Parents' Guide 

Edited  by  Romayne  Smith 
Guide  to  everything  parents 
need  to  know  about  raising 
their  child  and  meeting  their 
varied  medical,  therapeutic, 
and  educational  needs. 
WB007MR  $14.95 
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Communication  Skills 
IN  Children  with 
Down  Syndrome 

A  Guide  for  Parents 

Libby  Kumin 

Parents  learn  how  communi- 
cation skills  progress  from 
infancy  through  the  early 
teenage  years. 

WB031DS  $14.95 


Count  Us  In 

Growing  Up  witii 
Down  Syndrome 

J.  KiNGSLEY  &  M.  Lemtz 
The  authors  share  their  inner- 
most thoughts,  feelings,  hopes 
and  drea.Tis  and  their  lifelong 
frien'*i!iip. 

HB073DS  $9.95 


A  Parents  Guide 
TO  Down  sywdsome 

Toward  A  Brighter  Future 

Siegfried  M.  Pueschel 
Thorough  overview  of  Down 
syndrome,  to  guide  parents 
through  the  life  span  of  their 
child. 

P8051DS  $20.00 


Teaching  the  Infant 
WITH  Down  syndrome 

A  Guide  for  Parent 
and  Professionals 

Marci  Hanson 

Expanded  thoroughly  updat- 
ed, written  specifically  for  the 
parent  of  a  Down  syndrome 
infants,  step-by-step  guide. 
PE048DS  $27.00 
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TT  T*  •  I  My  name  is  Lindsay.  I  have  two  sisters. 
I    I  1  I  One  is  named  Lauren  and  the  other  is 
JL  ^  JL  •  named  Jana.  Jana  is  seven  years  old. 
Jana  has  a  disability.  She  has  a  syndrome  called 
Rubinstein-Taybi.  Jana  learns  slowly  and  grows 
slowly.  Her  face  is  small  and  her  nose  is  flat.  But  that 
doesn't  bother  me  at  all;  I  still  love  her. 

The  thing  that  does  bother  me  is  when  people 
make  fun  of  me  for  hav- 
ing a  sister  with  a  disabil- 
ity. I  don't  know  why  it 
bothers  me  though. 

My  sister  might  look 
sweet  and  friendly,  but  if 
you  have  to  live  with  her 
she's  a  big,  fat  pain!  What 
I  mean  is  that  when  I'm 
not  around  or  nobody  is 
watching  her,  Jana  wiU  go  into  my  room  and  mess  it 
all  up.  It's  a  real  big  mess.  The  worst  part  about  it  is 
that  my  mom  makes  me  clean  it  up — not  Jana,  My 
mom  says  Jana  doesn't  understand.  Yeah,  right! 

Jana  goes  to  Coventry  Elementary  School.  She 
has  a  special  class.  This  year  Jana  gets  to  spend  one 


hour  a  day  with  the  regular  kindergarten  class.  I'm 
proud  of  her! 

Jana's  favorite  things  are  com,  ketchup,  horses, 
swimming,  McDonald's,  basketball  hula  hoops  and 
smiling. 

I  wish  that  people  woulc'  accept  my  sister  the 
way  she  is. 

Lindsay  Golden — now  11  years  old  and  injlfth 
grade — lives  with  her  family  in  Yorktown,  Virginia^ 
and  attends  Mount  Vernon  Elementary  school.  Her 
father,  Mike,  is  an  F-16  pilot  and  squadron  com- 
mander for  the  4525  Combat  Applications 
Sqvxidron  at  Langley  Air  Force  Base.  Lindsay's 

mother,  Julie,  has  a  teaching 
degree,  owns  her  oi<m  busi- 
ness and  is  in  training  to 
become  a  child  advocate  for 
children  with  special  needs. 
Lauren  is  ten  a  nd  a  fourth 
grader.  Jana,  now  eight  years 
old,  is  included  in  a  first 
grade  classroom  at  Dare 
J  Elementary  school. 
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«  1993  All  Rishts  Roervtd  Snus  S«t«,  Inc. 


Let  Our  GORILLA  Carry  Your  Most  Valuable  Possession! 

We  named  our  new  car  seat  the  GORILLA  because  it's  stronger  than  any  child 
restraint  device  on  the  market.  The  GORILLA  provides  comfort  and  support  for 
children  from  20  to  105  lbs. 

The  GORILLA'S  unique  fully  adjustable  headrest  provides  stable  head  support, 
and  our  innovative  pad  system  and  seat  extension  kit  enable  the  seating  area  to 
incrementally  grow  from  8"  x  8"  to  7~>v  THE 

14"  X  14",  ensuring  many  years  of 
use.  The  GORILLA  also  fits  into  our 
ROADRUNNER  Mobility  Base. 

1-800-336-7684 

Fax  1-704-847-9577 
In  Canada  1-800-667-3422 


BY   SNUG  SEAT 


B\  SNUG  SEAT*.  INC  ProvtdinR  Technologies  For  Mobility.  Posiuoning  &  Transportation  Since  N87 
O     3t<x  vchicit  safety  SUncl»d  '9 1 3  is  m«  U  S  stflodwd  30vem«i9  chik)  restraint  devices  tor  chitten  we.9Hin9  less  than  50 IW  the  (jOfUUA      crash  tested  with  a  1 05  lb  dummy  to  ensure  shell  mteyity 
C  D  I      Wd  head  e.curvon  The  GOUtlA  femaioed  fu»y  .nt»ct  »nd  toiwd  head  excurswo  was  le«  than  even  the  stnct  Canadian  standvd  for  children  under  50  lbs  We  highty  recommend  that  TOu  obtain 
CI\|V^  cr»)htestresumtoranych«restrarty<xjconsK»eri>*ch«n3  CMu»to)l(reeM(800).136-S#<UGtoracowo(ourresu^ 
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ERJC  800-600-7808, 1-800-755-0601 CITY).  The  Apple  Computer  Disab%  Solutions  Store.  # 

HMfffiiiHi       *('|i[ts  anil  the  entire  suilTat  ;\isle  I"  li:ne  t;ilkcxl  to  lois  of  jX'ople  just  like  wu.  '[]xyK  liieniUy,  they  a*  knowlcxlgcuble.  tlicy're  raily  to  lielp. 


Ford  Mobility  Motoring 
Makes  Life  More  Rewarding! 


Ford  Motor  Company  understands  that  a 
physical  disability  doesn't  mean  life  can't  be 
rewarding.  For  many,  there's  no  greater  reword 
than  the  feeling  of  freedom  and  independence  that 
comes  from  driving. 

That's  why  your  Ford  and  Lincoln-Mercury  dealers 
want  your  active  life  to  include  a  new  Ford  or 
Lincoln-Mercury  car  or  van  or  Ford  light  truck.  And 
that's  why  the  Mobility  Motoring  Program  was 
created ...  to  make  adapting  your  new  Ford  or 
Lincoln-Mercury  product  easier  and  more  rewarding! 

A  SyWOTIIt.R  ROM)  TO  TRWt'.L 

Mobility  Motoring  starts  with  o  toll-free  call.  You'll 
know  you've  arrived  when  your  Ford  or  Lincoln- 
Mercury  dealer  hands  you  a  check  for  up  to  S750 
toward  the  installation  of  adaptive  driving  or 
possenger  equipment.  There's  nothing  for  you  to 
send  in ...  and  there's  no  waiting  for  your  check! 

You'll  also  receive  a  complimentary  Ford  Cellular 
Telephone  and  Roadside  Assistance'  for  the 
duration  of  the  bumper-to-bumDer  limited  warranty. 


MOBILITY  JJL 

PROGRAM 

I\FORMATio\  Vol  \h:h:D  ... 
FOR  I\FOR\n:i)  Dfcisioss 

The  Ford  Mobility  Motoring  Program  also  provides ... 

■  friendly  toll-free  and  special  "TDD"...  information 
line  to  answer  your  questions. 

■  a  list  of  nearby  assessment  centers  authorized  to 
provide  a  "prescription"  for  yaur  vehicle's 
adaptive  equipment. 

■  a  list  of  local  adaptive  equipment  dealers  and 
installers, 

■  sources  of  funding  which  may  be  able  to  provide 
assistance  in  addition  to  the  amount  you  receive 
from  the  Mobility  Motoring  Program. 

Best  of  all,  you  get  ford  Motoi  Company's  products 
and  services.  A  Company  where  quality  and  service 
are  always  "lob  I .' " 


So  whether  your  life  demands  a  new  Ford  or 
Lincoln-Mercury  car  or  van,  or  Ford  light  truck . . . 
just  coll  T-800-952-2248  (for  TDD  users:  1-800- 
TDD031 2).  You'll  discover  that  Mobility  Motoring 
is  your  kind  of  reward! 

FrM  MobHity  Motoring  Vidool 

This  video  shows  how  eosy  it  is  to  open  the  door  to 
Mobility  Motoring  rewards.  You'll  meet  people  who 
hove  learned  the  process  is  really  simple.  You'll  olso 
see  how  Ford  products  odopt ...  for  versotility, 
convenience  ond  just  ploin  motoring  fun.  Just  osk  for 
your  free  video  when  you  coll  us. 

Progra  m  Period 

October  1,1 993  — September  30,1994 

f >Mmet  li  leiPoniDie  k:  c  / 1  *>•  mnmum  ot'ivow/i  Of"*^f 
Ce'to  Svitem  Soff  wo'  mdvouo/  tomf s  tov  'SOf  'f  c 
ongti  ogrepmenr  os  wii  o<  oitiei  leWed  sfmte  om)  usage  mges 
!5  (xieptame  «  opiom  'c  be  e/1516/c  /oi  im  (omphmentBrt  io:3 
isHiibi  /f.'epftone,  tne  wstomii  mi ow  *ve  m  0/1  oieo  mvec  frv 
"■e  fm  (eikihi  Sv^'c^  0'  ''f  '""c  0/  l^e  (wrnoss  m  lease 
isi  raw  oeaiei  lai  a  fcp/  C  ife  '■"'I'ei)  womu  o/ic  arxe'e 
;»ws  al  t'e  Koadsme  Ms^'a^ic on  vehKics  tcvf  ■«  r,  "? 
.  Kain  fommitmenf  /  ices  P'c'mc  1 0'C  01  'fd  Cow 
."  o^'S  time  aadMoal  t;"t'  's 
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Thirtemi-year-old  Jason 
Konienda,  cif  Denver,  Colorado 
reaches  for  new  heights  in  a  rock 
climbing  program  sponsored  by 
the  National  Sports  Center  for 
the  Disabled.  Jason  has  a  visual 
impairment.  (Photo:  J^Stine) 

iNSni  Stefano  Cargnel,  16, 
nationally-ranked  competitor  in 

wheelchair  track  and  field 
events,  writes  about  his  experi- 
ences in  "Role  Models,  "page  28. 
(Photo:  Stacy  Tuzik) 
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The  wonderful  stxiries  and  pictures  in  this  issue  demonstrate  how  children  with  dis- 
abilities are  becoming  active  in  a  wide  range  of  exciting  recreational  and  leisure 
activities.  Many  of  these  activities  will  become  lifelong  pastimes  that  will  continue 
to  enrich  their  everyday  Uves.  Not  too  many  years  ago,  some  parents  and  profession- 
als might  have  said  that  it  was  unrealistic  to  expect  children  with 
disabilities  to  participate  in  some  of  these  activities.  Often,  so  much 
attention  was  focused  on  "therapeutic"  activities  that  children  and 
parents  did  not  learn  to  eryoy  recreational  pastimes. 

Gardening,  fishing,  drama,  track  and  field,  fitness!  The  worlds 
of  children  and  adults  with  disabilities  are  widening  because  par- 
ents like  Duane  Blaska  ("A  Father's  Gift")  and  Roger  Bossley 
("Peter's  Garden")  share  the  activities  they  love  with  their  children. 
As  16-year-old  Stef  Cargnel  ("Becoming  a  (Contender"),  a  wheelchair 
track  and  field  athlete  and  basketball  player,  so  eloquently  explains, 
sometimes,  a  parent's  encouragement  makes  all  the  difference. 

Traveling 

Now  that  our  difficult  winter  is  finally  history,  I  am  traveling  and  meeting  many  won- 
derful readers — ^both  parents  and  professionals.  In  April,  I  flew  to  Germany  to  work 
with  early  intervention  professionals  serving  Armed  Forces  families  stationed  in 
Europe.  I  also  met  with  parents  and  children  at  the  Abilities  Expo  in  New  Jersey,  at 
the  Frank  Porter  Graham  Child  Development  Center  in  Chapel  Hill,  North  Carolina 
and  at  the  International  Parent-to-Parent  Conference  in  Asheville,  North  Carolina.  In 
May,  I  will  be  speaking  each  day  at  the  Abilities  Expo  in  Anaheim,  California  and,  in 
August,  at  the  Abilities  Expo  in  Chicago.  I  look  forward  to  meeting  our  readers  and 
getting  valuable  feedback  and  inspiration  at  every  stop. 

Thank  you,  Ann  Landers 

Long-time  readers  know  that  without  the  glowing  comments  about  Exceptional  Par- 
ent that  have  appeared  in  Ann  Landers'  widely  read  columns  since  1973,  this  maga- 
zine would  not  have  survived  the  '70s.  On  April  19,  Exceptional  Parent  was  praised 
once  again  by  America's  most  widely-read  columnist.  We  always  appreciate  this  recog- 
nition— as  a  result,  we  know  that  we  will  hear  from  pments  from  throughout  the  world 
who  had  not  previously  been  aware  of  the  magazine. 

Healtii  Care  Reform 

Several  months  ago,  we  urged  readers  to  write  to  the  President  and  to  Congressional 
representatives  regarding  concerns  about  healtli  care  reform.  Because  of  the  urgency 
of  this  issue,  we  even  urged  readers  to  have  their  children  write.  We  are  interested  in 
copies  of  children's  letters  as  well  as  any  responses  they  may  have  received. 

Educational  Program  Award 

In  past  years,  each  September's  educational  theme  issue  has  included  an  award  to  an 
exemplary  educational  program.  First,  it  was  called  the  "Mainstreaming  Award,"  then, 
the  "Inclusion  Award."  Although  we  are  advocates  of  inclusion  when  it  includes  nec- 
essary supportive  services  for  children  and  teachers,  more  importantly,  we  promote 
good  educational  choices  for  parents.  For  this  reason,  tlie  award  undergoes  another 
name  change.  This  year,  it  will  be  called  the  Exceptional  Parent  Annual  Educational 
Program  Awairl. 

We  invite  nominations  for  this  year's  award.  Programs  will  be  judged  on  criteria 
such  as  attention  to  the  needs  of  the  whole  child — academic,  social  and  recreational; 
pmental  participation;  teacher  support  and  commimity  participation.  Entries  should 
exiJlain,  in  500  words  or  less,  how  the  nominated  program  meets  these  criteria.  We 
also  oncoui'age  you  to  send  pictures.  Send  nominations  to  Exceptional  Panmt  Anmial 
Educational  P)vgram  Award,  209  Harvani  St.,  Ste.  303,  Brookline,  MA  02146.  Dead- 
line for  entries  is  July  1, 1994. 
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During  a  3  year  period,  children  grow  an  average  of!"  in  femur  length, 
1.5"  in  hip  luidth,  and  2.5"  in  back  height. 

—  extnipolatiil  from  /  Iwmii  D/ninisioHS  ami  liih'rior  Sjwcv 

The  revolutionary  Jay*  GS  Growth  and  Positioning  System  is  designed  to  grow  that 
much  and  more. 

The  system  includes  a  new  growth  Cushion,  a  new  growth  Back,  and  the  Jay' 
Adjustable  Solid  Seat.  Together,  these  components  help  position  the  child's  hips 
and  back  properly  at  every  step  of  the  growth  process.  The  system  is  also  designed 
to  reduce  spasticity  and  tone. 

Call  for  a  free  demonstration  so  that  ypp,tpo  can  see  what  a  difference  a  Jay  makes! 
ERJ^C M,„„,i  I  ,j  Circle  #44^1 2  7 
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&  Positioning  System 


MEDICAL 


J.iv  Moilicil,  I  td. 
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8l).T()8-Kh'^t'  USA 

Toll-frco 
(800)  648-8282 
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The  Need  for  Balance 

I'm  the  parent  of  a  nine-year-old  boy 
who  is  deaf  and  has  additional  disabili- 
ties. He  was  a  preemie  who  was  hospi- 
talized for  his  first  five  months.  I've 
been  an  appreciative  reader  of  Excep- 
tional Parent  since  he  was  a  toddler. 

I'm  writing  now  because  I  am  trou- 
bled by  something  in  the  February  1994 
issue.  You  printed  a  response  letter 
from  a  parent  who  wrote  with  unequiv- 
ocal enthusiasm  about  her  son's  experi- 
ence with  a  cochlear  implant.  It  was 
the  only  letter  published  in  response  to 
an  October  1993  Search  letter  asking 
for  pros  and  cons  on  the  subject. 

I'm  ure  you  are  aware  of  the  contro- 
versy about  cochlear  implants.  There  is 
much  concern  that  parents  will  have 
unrealistic  expectations  of  their  post- 
implanted  children,  that  they  wiU 
forego  the  use  of  sign  language  in  favor 
of  speech  therapy  and  that  children 
will  feel  enormous  pressure  to  validate 
their  parents'  decision  to  proceed  with 
this  new,  experimental  procedure. 
Indeed,  the  procedure  has  been  so 
recently  approved  for  use  in  children 
that  it  would  not  surprise  me  if  you  did 
not  have  a  parent  willing  to  write  and 


say,  "Don't  do  it.  We  did  and  it  was  a 
terrible  mistake."  At  what  point  would 
a  parent  come  to  that  conclusion — 
tluee  years  later?  Five? 

There  hasn't  been  enough  time — 
although  studies  citing  the  incidence  of 
medical  complications  make  one  won- 
der if  some  parents  may  be  questioning 
tlieir  decision  on  that  basis  alone. 
Some  people  predict  that  children  who 
have  cochlear  implants  wiU  be  socially 
isolated.  They  may  not  be  able  to  com- 
municate effectively  with  hearing  peo- 
ple nor  have  the  sign  language  skills  to 
be  part  of  the  deaf  community.  Indeed, 
some  members  of  the  deaf  community 
have  likened  cochlear  implantation  to 
genocide. 

It  is  good  to  read  of  a  child  for  whom 
the  implant  has  worked  so  well,  but 
hundreds,  if  not  thousands  of  parents 
of  deaf  children  will  see  that  letter  in 
Exceptional  Parent  and  assume  that  it 
will  work  the  same  way  for  their  child. 
Statistics  do  not  support  that  conclu- 
sion, and  I'm  disappointed  that  you  let 
the  letter  run  alone. 

I  know  that  many  of  the  medical  pro- 
cedures discussed  in  the  magazine 
have  their  proponents  and  detractors. 


and  that  you  can't  always  devote  space 
to  a  full  debate.  However,  I  think  this  is 
one  time  you  should  have  stepped  in 
with  an  editor's  qualifying  comment,  or 
withheld  the  letter  until  you  also  could 
have  published  one  that  answered 
C.N.'s  request  for  the  downside  of 
cochlear  implants.  Otherwise,  keep  up 
the  good  work! 

B.B.M.,  Massachusetts 

Editor's  Note:  We  appreciate  your 
thoughtful  letter.  Responses  to  "Search" 
letters  do  not  always  reflect  both  ptvs 
and  cons  of  a  controversial  issue,  but 
letters  published  in  "Respond"  are- 
alivays  representative  of  those 
received  and  forwarded.  Responses 
that  come  daum  on  one  side  -'an 
issue  often  inspite  other  readers  to 
tvrite  lettets  that  disagree  ivitli  a  pre- 
viously expressed  vieivpoint—jitst  as 
you  have  done.  This  type  of  thought- 
ful, ongoing  dialogue  informs  every- 
one. Balance  happens  over  time — eve)i 
if  both  sides  are  not  presented  in  the 
same  issue  of  the  magazine. 

From  tlie  day  a  child  is  diagnosed 
witli  a  disability,  parents  are  exposed 
to  much  information  and  advice  on 
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Invest  in  your  > 
child's  future  now  so 
you  can  pay  for  it  later. 


The  CollegeBuilder"  Program  Free  from  Merrill  Lynch. 


$198,000*  That's  what  a  four 
year  private  college  education 
could  cost  sixteen  years 
from  now.  So  if  your  child 
is  likely  to  be  a  member  of 
the  class  of  2006,  it's  not 
too  early  to  start  saving. 

To  help  you,  Merrill 
Lynch  has  created  the 

CollegeBuilder*  Program,  a  uniquely  personalized 
analysis  based  on  what  you  want  for  your  child 
tomorrow  and  what  you  can  afford  to  put  away  today. 
Your  Merrill  Lynch  Financial  Consultant  can  help  you 
map  out  strategies  to  help  meet  your  family's  goals. 
And,  through  tax-  favored  investing,  you  may  be  able  to 
minimize  the  tax  bite  on  your  child's  college  savings. 

It's  all  explained  in  the  CollegeBuilder* 
Program  Brochure. 


To  receive  your 
free  copy,  simply  call  the 
number  below.  Or  just  mail 
the  coupon. 

Do  it  today.  It's 
never  too  early  to  start 
saving  for  your 
child's  future. 

'Average  cotts  for  four 
yeari  of  private  coU^^e  are 
based  on  the  1989-90  College 
Board  Survey  u«ng  a  7%  inaeaw 
per  year. 

1-800-637-7455*00.6725 

•If  you  are  deaf,  you  can  call  1-800-765-4833,  ext  6725  CITY). 
If  you  are  hardof-hearing,  you  can  call  1-800-765-4HOH,  ext  6725 

Mail  to:      MctriU  Lynch  Rapome  Center 

P.O.  Box30200,  NcwBcuimridc,  NJ  08989-0200 
O  Ple«»e  tend  me  •  free  copy  of  Cofl«f«B<(<U«rPh)fr«n  brochure. 

Nime   Addret*  

Btxlnm  Phone  

Home  Phone  


City. 


Merrill  Lynch  cUenti,  pteiM  (hre  nime  ind  ofOce  idttrcM  of  your  Flnuidil 
ConauttAnt:  


6725 
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Menill  Lynch 

A  tradition  of  truit. 

M>HiL,><i,rbi<»,taMt«cS«MI>c  MtrnkuStC 


Circle  «168 


^ameiimed'  a  Kid  needi-  to-  iUe  kii  koKdll 


The  Mulholland  WALKABOUTtm  is  a  dynamic 
standing  system  which  provides  variable 
spring-activated  lift  and  support.  The  WALKABOUT 
allows  the  child  to  ambulate  "hands  free," 
because  sometimes  a  kid  needs  to  use  his  hands. 

Mulholland  P.O.  Box  391,  Santa  Paula,  CA 93061 
Positioning  Systems 


(800)  543-4769 


Circle  #  52 


LIVING  AND  LEARNING 
IN  THE  COMMUNITY 

With  its  unique  mmlei,  The  Evergreen  Center  has  a  history  of  successfully 
transitioning  students  to  less  inteasive  community  settings. 

Evergreen  students  live  In  actual  community  settings  traveling  to  and  from 
schixil  each  day  through  the  Blackstone  Valley  (MA)  countryside.  With 
trained  professionals,  they  learn  basic  skills  in  the  classnxim,  in  the 
community  and  in  their  residence. 

Students  receive  vixrattonal  training  and  experience  real  work  opportuni- 
ties. Students  are  supported  with  behavior  development  programs,  medical 
and  family  services,  and  physical,  speech,  or  iKCupational  therapy. 

Our  Students'  Challenges 

•  Autism 

•  Mental  Retardation 

•  Physical  Disahility 

Tlie  Evergreen  Center  Is  a  licensed,  private,  non-profit  residential  schixil 
offering  students  and  their  families  from  across  the  country  and  abroad 
residential  programming  12  months  a  year.  For  more  intomiation  call  or 
write  Rolvrt  F.  Littleton,  Jr.,  Executive  Director. 

EVERGREEN  CENTER 

Fortune  Blvd.,  Miltord,  Massachu.sctts01757 
1.508-478-5597 


•  Hearing/Sight  Impairmenl 

•  Severe  Maladaptive  Behavior 


all  aspects  of  childrearing.  As  the  deaf  parent  of  a  deaf 
child,  I  have  developed  a  great  deal  of  respect  far  the 
many  hearing  parents  of  dec^f  children  I  have  met  over 
the  years.  I  have  seen  these  parents  become  adept  at 
sifting  through  conflicting  recoymnendations  regarding 
amplification,  communication  and  education  to  make 
decisions  that  are  best  for  their  individual  children.  I 
da  not  believe  that  most  parents  ivill  assume  that  what 
Iws  worked  for  one  child  will  necessarily  work  for 
theirs  as  well. — K.S. 


Magazine  is  Less  Useful 

I  £^ee  with  the  letter  from  CO.  of  Washington  (Febru- 
ary 1994)  that  your  magaadne  is  generally  less  useful  to 
me  than  it  was  even  a  year  ago.  I  miss  the  regular  fea- 
ture, Family  Life,  and  the  additional  articles  by  parents 
for  parents.  Advocacy  is  important — but  it's  not  for 
everyone.  The  current  emphasis  seems  to  be  on  telling 
parents  what  they  should  do — the  magazine  talks  at  us 
rather  than  letting  parents  share  with  each  other  Unlike 
CO.,  I  wouldn't  say  that  Exceptiojial  Parent  has 
become  a  scholarly  journal,  but  it's  become  a  newsletter 
for  the  politically  active  parents,  rather  than  a  forum  for 
all  parents. 

The  first  sign  of  this  unresponsiveness  to  the  needs  and 
desires  of  the  parents  was  when  you  declared  that  all  par- 
ents writing  lettere  would  be  identified  only  by  initials 
and  state — even  if  they  wanted  to  give  their  full  names 
and  addresses.  This  lack  of  trust  in  parents'  ability  to 
decide  whether  we  want  to  risk  being  "known"  bothered 
me,  and  others.  I  remember  the  letters  about  it  at  the 
time,  and  I  don't  recall  any  parent  who  was  glad  to  be 
fmxed  to  be  anonymous  or  to  go  througli  your  offices  for 
cornmimication.  I  don't  like  paternalism;  I  don't  like  this 
we-experts-know-best  attitude.  And  the  changes  in  the 
magazine  since  then  have  all  been  in  the  same  direction. 

The  worst  of  it  is  that  real  parental  empowerment 
goes  by  the  board  when  advocacy  results  in  increased 
control  of  our  children  by  the  bureaucracy.  Advocacy 
organizations  want  all  our  children  in  public  schools,  so 
that  they'll  have  the  numbers  to  make  an  effect.  But 
many  of  our  children  will  do  better  in  non-public  schools 
that  can  be  much  more  flexible.  We  do  not  yet  know 
enough  about  how  best  to  educate  and  rear  every  child 
who  has  a  disability — but  some  bureaucrats  are  eager  to 
throw  a  standard  lEP  at  a  nonstandard  child  and  then 
blame  the  parents  if  the  kid  fails.  Those  of  us  with  strong 
reservations  about  the  public  school  system  find  our- 
selves at  odds  not  only  with  tlie  education  system,  but 
also  with  the  kind  of  parent  that  Exceptional  Parent 
now  seems  to  represent, 

I  wish  this  magazine  would  return  a  little  power  to  tlie 
ordinary  parent  and  treat  us- like  grownups.  Let  us  have 
the  option  of  using  our  full  names  and  addresses  when 
we  viTite.  FVint  more  articles  by  parents.  Let  parents  do 
reviews  of  books  they've  found  helpful  rather  than  just 
printing  excenits  of  books  you  think  are  important. 
Encourage  diversity  in  ideas — we  do  not  yet  know  what 
will  be  best  for  any  given  child,  let  alone  any  group  of 
children.  There  is  no  one  right  way  to  parent  a  child  with 
mental  retardation,  autism  or  spina  bifida.  Any  one  of 
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your  readers  might  have  a  unique  approach  that  may  help 
another  parent  or  spark  a  new  line  of  research.  Focusing 
on  government  policy  is  the  wrong  priority;  our  child- 
ren—each individual  child— should  be  the  top  priority. 

I  will  continue  to  subscribe,  but  I  wish  you  hadn't 
taken  the  turn  you've  taken. 

E.M.,  Texas 

EDimii's  Note:  We  appreciate  your  letter  and  Iwpc  you — 
and  other  readers — will  continue  to  be  specific  in  lett  ing 
us  know  what  you  like  or  dislike  about  tlie  nmgazine. 
We  make  an  effort  to  be  responsive  to  suggestions. 

The  policy  of  using  initials  of  letter-writers  rather 
thanfuU  names  was  announced  in  1989.  Current  edi- 
tm-ial  staff  members  agree  that  it  is  time  lo  re-evaluate 
this  practice;  we  wmM  like  input  from  readers  on  this 
issue.  Currently,  we  are  leaning  Unoard  a  change  in 
policy  that  would  allow  letter-writers  to  choose  between 
using  their  full  name  and  state,  initials  and  state  or 
"name  withheld  iipon  request. " 

We  are  not  conifortable  with  a  blanket  policy  of  iden- 
tifying letter-vxriters  with  full  addresses.  This  practice 
could  leave  people  vulnerable  to  unwanted  solicitations 
or  harassment.  Even  if  these  potential  problems  were 
not  a  concern,  we  would  still  want  to  handle  the  for- 
warding of  initial  responses  to  Search  letters,  because 
this  pmcess  allows  us  to  clwose  a  representative  cross- 
section  of  letters  for  publication  in  Respond.  It  also 
gives  us  another  avenue  of  insight  in  to  our  leaders' 
interests  and  concerns;  Uie  "school  bits"  response  let- 
lets  published  in  this  issue  are  a  good  example.  (See 
page  42.)  At  Oie  same  time,  we  also  are  thinking  about 
places  U'herefuU  addresses  may  be  appropriate— if  we 
were  to  start  a  pen  pal  page,  for  example. 

Brain  Differences  in  Autism 

I  am  the  president  of  a  parent-run  self-help  and  advocacy 
group  for  children's  mental  health;  I  have  three  children 
with  special  needs.  I  was  very  excited  to  see  Margaret 
Bauman's  article  "Brain  Differences  in  Autism"  (March 
1994).  Two  of  my  children— ages  four  and  eighteen— 
have  autism.  Finally,  someone  has  said  that  this  disease 
begins  with  brain  development  before  birth!  I  needed  to 
know  that  there  is  proof  of  what  we,  as  parents,  have 
always  believed.  Thank  you! 

B.M.,  Louisiana 


Thank  You 

Tliank  you  for  continuing  to  publish  a  magazine  that  pro- 
vides me  with  a  sense  of  connection  and  a  feeling  of  sup- 
port. I  look  forward  to  receiving  your  magazine  each 
month  and  often  cry  while  reading  it.  I  cry  from  profound 
sorrow  when  I  read  of  the  many  other  people  who  are 
facing  such  incredible  obstacles  in  their  children's  lives, 
and  I  cry  tears  of  joy  when  I  read  of  their  successes. 

And  sometimes  I  cry  just  because  I  realize  that  then- 
are  people  out  there  who  truly  understand  what  it  is  like 
to  raise  and  to  love  a  child  the  world  does  not  consider 
"pt'rfect" 

S.G.,  Hawaii 
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You  Asked  DynaVoxToDoEvca  More... 


'/  wata  to  tett  a  story." 

Introducing  DynaWfite. 

Dyna Write'"  is  a  revolutionary  new  software 
package  for  the  DynaVox*  augmentative  com- 
munication aid.  One  that  can  help  people  compose 
longer,  more  complex  messages,  faster  and  easier 
than  ever  before.  So  if  you  know  someone  who 
might  benefit  from  it,  we  urge 
you  to  contact  your  therapist.  Or 
give  us  a  call,  at  1-800-344-1778. 


We  Hear  You, 


TECHNOLOGY  INC. 
Circle  #68 


EASY  ACCESS  ? 
APPLIANCE  m  ONLY  ONE  SHOE  ? 
SHOP  FROM  HOME  ? 
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From  .3lRpii4^ 

3  different  pair  of  footbeds 
come  in  eacfi  box  to  custom 
fit  each  shoe !  Now  it's  easy 
to  accommodate  narrow, 
medium,  and  wide  widtti 
feet,  a  brace,  an  appliance, 
even  two  different  sized  feet! 


Kids  love  the  cool  look ...  you'll  love  the  perfect  fitl 

Tfiis  Is  one  example  of  what  is  inside  Starliafit's  Sfiop-At-Home  Footwear 

Catalog,  wfiicfi  includes  tfie  most  complete  selection  of 
Velcro  closure  sfioes  and  sneakers  you  can  find  in  one  place.  And  more. 
Tfiis  is  a  collection  witfi  your  cfiild  in  mind. 


Write  or  Pfione  for  FREE  Catalog  of 
Easy  Access  Styles 
STARLIGHT  FOOTWEAR  COLLECTION 
21537  Kapok  Circle 
Boca  Raton,  FL  33433 
1-800-55-SHOES 
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Accessible  Camps 

HEL-P-P-P-P-PPP!  I  ani  a  single,  adop- 
tive mom  to  nine  chiildren,  ages  12-25. 
One  of  iny  youngest,  Abigail,  is  a  13- 
year-old  who  has  cerebral  palsy — pri- 
1   marily  affecting  her  lower  tnink — and 
uses  a  wheelchair.  Illiterate  when 
adopted  from  Korea  five  years  ago, 
today  she  is  fully  mainstreamed  in  a 
regular  seventh  grade  class  and  is  a 
strong  student.  The  problem?  She  is 
poorly  socialized  compared  to  her 
peers  because  of  her  relative  lack  of 
ongoing,  informal  give  and  take  with 
friends.  She  spends  most  of  her  time 
witli  the  family,  often  in  the  house.  I  try 
to  provide  socialization  opportunities 
for  her,  but  since  I  also  work  full-time, 
Abby's  opportunities  to  "be  a  regular 
seventh  grader"  are  limited. 

A  residential  or  "sleep-away"  camp 
would  be  of  enormous  help  in  meeting 
this  very  real  need.  However,  I  have  run 
up  against  a  brick  wall  in  locating  a 
canip  that  is  fully  accessible  and  both 
willing  to  deal  with  Abby's  wheelchair 
and  assume  the  responsibility  of  a  child 
who  is  physically  challenged.  Abby  is 
fully  independent  when  given  enough 
lead  time  to  meet  all  of  her  needs — it's 
just  that  most  things  take  her  longer, 
physically,  than  others.  She  can  use  a 
walker  to  travel  short  distances  and  to 
make  transitions;  she  gets  around  on 

Search  and  Reqwnd  U  an  opportunity  for  our 
readers  to  exchange  information  about  tlieir 
practical  experiences  meeting  the  everyday 
challenges  of  life  with  a  child  or  adolescent  with 
a  disability  Hi  also  expect  parents  to  ask  appro- 
prialepn^essionals. 

Please  indicate  whether  the  letter  is  a 
search  or  response.  If  a  response,  be  sure  to  note 
in  which  issue  the  original  Search  letter 
appeared.  All  responses  are  forwarded  to  the 
writers  of  the  Search  letters;  some  are  published. 
Published  letters  may  be  edited  for  purposes  of 
space  and  clarity. 

Write  or  fax: 

Search  or  Reqwnd 

Excepttonal  Parent 

209  Harvard  Street,  Suite  303 

BrookUne,  MA  02 146-6006 

Fax:(617)730-8742 

For  information  about  specific  disabilities,  con- 
tact the  National  Organization  for  Hare  Disorders 
(NORD),  100  Rt  37,  RO.  Box  8923,  New  Fairfield, 
CT  06812,  (800)  999-NORD,  (203)  746-6518.  Also, 
see  "National  Resources  for  Specific  Disabilities 
and  Conditions"  In  Exceptional  Parent's  /9W 
Resource  Guide  (January  1994). 


her  own  but  always  welcomes  a  helpful 
"push"  of  her  chair  She  loves  the  water 
but  does  not  swim  on  her  own  and 
needs  help  to  get  in  and  out  of  a  pool. 

We  live  just  down  the  road  from  a 
camp  that  is  well-known  for  its  pro- 
grams for  children  and  young  adults 
witli  disabilities.  However,  Abby's 
needs  are  really  not  well  met  there, 
because  her  interests  and  intellectual 
skills  are  age-appropriate  even  though 
her  body  does  not  work  well  for  her 
She  desperately  needs  a  chance  to  be 
with  other  young  teens  in  a  relaxed, 
fun-filled  setting  where  accommoda- 
tions can  be  made  for  her  physical  limi- 
tations. Any  ideas?  I  simply  don't  know 
where  to  turn! 

CP.,  Ne)v  Jersey 

Editor's  Note:  Many  camps  liave 
"counselor-in-training"  pivgrams  for 
teenagers.  You  might  want  to  eocplore 
the  possibility  of  your  daughter  par- 
ticipating in  such  a  pmgtvm  at  the 
camp  7war  your  home. 

frTube  with  Internal  Disk 

My  two-year-old  son  had  a  severe 
hypoxic  incident  at  birth.  He  has  been 
diagnosed  with  hypoxic  eschemic 
encephalopathy,  cerebral  palsy,  an 
uncontrollable  seizure  disorder  and 
extreme  lack  of  physical  growth  and 
development.  He  also  displays  a  great 
deal  of  inconsolable  irritability.  He 
arches  his  back  and  thrashes  to  an 
extent  health  professionals  have  not 
seen  in  other  children. 

He  had  a  G-tube  insertion  recently, 
but,  due  to  his  arching  and  thrashing 
movements,  the  tube  pulled  out  of  the 
stomach  and  ended  up  between  the 
stomach  and  the  skin.  Resulting  com- 
plications led  to  its  removal.  We  can 
feed  him  very  little  orally — this  results 
in  dehydration  and  constipation.  Feed- 
ing also  requires  many  hours  each  day. 
His  giistrointestinal  specialist  has  rec- 
onmiended  a  G-tube  with  a  disk  inside 
the  stomach.  The  disk  would  prevent 
unintentional  removal  of  the  tube,  but 
its  placement  is  a  more  complicated 
procedure  aiu\  precludes  the  use  of  a 
button. 

Some  caivgivors  have  related  stories 
of  irritation  iissociated  with  severe 


arching  and  the  disk,  and  one  doubted 
that  any  tube  would  stay  in  place  with 
our  child.  I  wonder  if  an  improvement 
in  the  ease  of  his  care  would  be  worth 
an  increase  in  his  irritability.  We  would 
like  to  avoid  the  heartbreak  of  another 
hospitalization  that  could  result  in  a 
net  gain  of  zero  when  yet  another  tube 
fails  to  stay  in  place.  On  the  other 
hand,  the  benefits  of  his  G-tube  were 
clear  during  the  short  time  that  it  was 
working.  I  would  be  interested  in  hear- 
ing from  anyone  with  a  similar  experi- 
ence. We  have  a  third  child  on  the  way, 
so  care  issues  are  taking  on  a  new 
urgency. 

R.H.,  Vermont 

Prader-AWUi  Spidrome 
with  Nomal  DNA  Test 

Our  three-year-old  daughter  has  been 
di£ignosed  with  Prader-Willi  syndrome. 
However,  no  chromosomal  deletion  or 
genetic  abnormalities  show  up  on  DNA 
probe  testing.  It  is  hard  to  accept  this 
diagnosis  when  the  tests  come  back 
negative. 

She  has  severe  hypotonia  and  some 
of  the  facial  features  seen  in  Prader- 
Willi.  She  receives  occupational  and 
physical  therapy.  She  has  a  hard  time 
articulating  words;  she  also  bumps  into 
things  and  falls  quite  often. 

I  want  to  talk  to  other  parents  of 
children  with  Prader-Willi,  especially 
children  with  negative  DNA  tests.  I 
want  to  know  what  their  lives  are  like, 
how  the  children  do  in  school  and  what 
to  expect  in  the  future. 

CM.,  Minnesota 

EniroR's  Note:  You  can  contact  the 
Prader-Willi  Syndwme  Association 
(PWSA)  at  2510  S.  Bmitivood  Blvd., 
Ste.  220,  St.  Louis,  MO  63144,  (800) 
926-4797.  PWSA  publi.shes  an  infor- 
mative netvslelterfor  payrmts. 

Rhizotomy 

Our  tlu'ce-year-old  daughter  has  spastic 
quadriplegic  cerebral  palsy.  Slie  is  iion- 
anibulatoiy  and  does  not  crawl.  Her 
trunk  control  is  poor,  and  she  can  sit 
unsupported  only  to  a  very  limited 
extent — on  the  floor  in  a  ring-sitting 
position.  Her  upper  extremities  are  sig- 
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nificantly  involved  as  well.  She  is  ver- 
bal and  of  normal  intelligence. 

Her  neurologist  has  recommended 
rhizotomy  surgery.  We've  done  a  lot  of 
research  about  the  procedure,  but  can't 
seem  to  make  up  our  minds.  We'd 
appreciate  hearing  from  parents  of 
children  who  also  have  a  diagnosis  of 
spastic  quadriplegia  and  who  have  had 
rhizotomies.  We'd  like  to  hear  about 
any  results — good,  bad  or  in-between. 

C.S.,  New  York 

Chondrodysplaysia  Punctata 

Our  daughter,  now  almost  three  years 
of  age,  has  been  diagnosed  as  having 
Chondrodysplasia  Punctata,  also 
known  as  Comadi-Hunermann  syn- 
drome. This  condition  is  characterized 
by  a  broad,  flat  nose;  a  short  neck; 
coarse,  sparse  hair  and  growth  defi- 
ciencies. Her  doctors  told  us  there  was 
no  one  else  in  the  United  States  with 
this  syndrome — imagine  our  surprise 
when  we  came  across  it  in  a  very  old 
Search  letter  from  your  magazine.  We 
would  like  this  family  or  others  to  get 
in  touch  with  us.  We  are  very  anxious 
to  talk  to  other  families  who  have  dealt 
with  this  condition. 

B.H.  &  V.H.,  Neiv  Mexico 

Bilateral  Aniridia 

I  am  the  mother  of  a  bright,  beautiful 
21 -month-old  daughter  who  was  bom 
with  bilateral  aniridia,  a  rare  birth 
defect  involving  absence  of  the  iris. 
Katie's  diagnosis  also  includes  foveal 
and  macular  hypoplasia,  optic  nerve 
hypoplasia,  nystagmus,  congenital 
cataracts,  hyperopia,  strabismus  and 
amblyopia  People  with  aniridia  are 
considered  to  be  at  high  risk  for  glau- 
coma Katie's  intraocular  pressures 
appear  stable  and  within  the  normal 
range. 

We  have  no  familial  history  of 
aniridia  and  genetic  screening  has 
determined  that  Katie's  chromosomes 
are  normal,  so  this  is  thought  to  be  a 
new  genetic  mutation  or  rare  autoso- 
mal recessive.  Katie  has  no  other  iden- 
tified systemic  abnormalities  and  so 
far,  has  tested  negative  for  Wilm's 
tumors.  She  has  some  vision  which  she 
uses  remarkably  woll.  She  has  not 
shown  any  developmental  delays. 

Because  aniridia  is  so  rare,  we  have 
had  a  difficult  time  researching  current 


articles  on  the  subject  and  finding  oph- 
thalmologists who  have  a  broad  base  of 
experience  with  the  condition.  I  am 
interested  in  locating  other  people  with 
aniridia,  or  other  parents  of  children 
with  this  condition.  Perhaps  we  could 
form  a  support  group  to  disseminate 
information  on  treatments  and  knowl- 
edgeable specialists.  I  am  particularly 
interested  in  contacting  people  with 
aniridia  who  have  had  cataract  surgery 
or  experience  with  intraocular  or  con- 
tact lenses  with  a  painted,  fixed  iris. 

I  am  also  interested  in  locating  peo- 
ple with  aniridia  or  other  abnormalities 
of  the  eye  in  which  there  was  a  mater- 
nal history  of  penicillin  or  penicillin 
derivatives  (i.e.  ampicillin,  amoxicillin) 
being  used  during  tixe  first  10  weeks  of 
pregnancy.  I  know  of  four  or  five  other 
non-familial  aniridia  cases  involving 
mothers  who  had  been  given  penicillin 
derivatives  before  the  eighth  week  of 
pregnancy — the  time  when  a  child's 
eyes  are  forming.  I  wonder  if  there  are 
more  such  cases. 

S.G.,  Hawaii 

Ritalin  and  Autism 

I  am  the  parent  of  a  four-year-old  son 
with  autism.  He  is  also  somewhat 
hyperactive  and  has  a  short  attention 
span.  He  attends  a  specialized 
preschool  program  for  three  hours 
every  morning.  The  doctor  who  diag- 
nosed my  son's  autism  suggested  a 
small  dose — 2.5-5  mg — of  Ritalin  on 
school  days  only  to  help  control  my 
son's  distractibility  and  improve  his 
concentration. 

I  cannot  find  much  information  or 
research  on  Ritalin  being  used  by  per- 
sons with  autism  and  would  appreciate 
hearing  from  anyone  with  experience 
in  this  area  I  am  interested  in  knowing 
whether  the  medication  was  effective 
and  whether  any  negative  side  effects 
were  observed. 

L.S.,  Illinois 

Cerebral  Arteriovenous 
Malformation 

My  seven-year-old  son  was  recently 
diagnosed  with  a  cerebral  arteriove- 
nous malformation  (AVM).  He  has  neu- 
rological problems  including  poor  fine 
and  gross  motor  skills  and  very  slow 
speech.  He  is  in  the  second  grade  and 
makes  good  grades  but  has  trouble 


writing  because  he  has  an  "intention 
tremor" — a  tremor  that  intensifies 
when  he  attempts  to  perform  a  coordi- 
nated movement  The  tremor  also 
makes  dressing  difficult  because  he 
can't  work  buttons,  zippers  or  snaps. 
He  has  trouble  opening  containers  and 
feeding  himself.  He  drools,  chokes  on 
liquids  and  bites  his  tongue,  lips  and 
cheeks. 

After  reviewing  his  MRI  and 
angiogram  films,  several  doctors  say 
that  the  AVM  is  too  large  to  treat  with- 
out significant  risk  of  causing  perma- 
nent neurological  deficits.  But  one 
doctor  is  willing  to  do  embolization 
therapy — a  risky  procedure  in  which  he 
would  insert  a  microcatheter  into  an 
artery  and  irgect  a  substance  that 
causes  clotting.  The  doctor  tells  us  that 
he  cannot  cure  our  son,  but  hopes  to 
slow  the  progression  of  his  symptoms. 

We  feel  that  embolization  may  be  our 
son's  only  hope,  but  we  aren't  com- 
pletely sure  it's  worth  the  risk.  We  have 
been  told  that  his  symptoms  will  con- 
tinue to  get  worse,  but  no  one  will  say 
for  certain  what  his  prognosis  would 
be  without  treatment.  Is  there  someone 
out  there  who  has  a  child  with  an  AVM 
who  could  share  their  story  with  us? 

P.H.,  V/est  Virginia 

Umbilical  Cord  Sampling 

We  are  the  parents  of  a  two-year-old 
son  who  was  diagnosed  shortly  after 
birth  with  Neonatal  Alloimmune 
Thrombocytopenia  (NAIT).  This  was 
the  result  of  PL^~  antibodies.  Our  son 
suffered  cerebral  hemorrhage  as  a 
result  of  a  low  platelet  count  at  birth. 
The  platelet  issue  was  resolved  within 
30  days  but  the  hemorrhage  was  quite 
large  and  left  our  son  with  a  vision 
impairment  and  cerebral  palsy. 

My  husband  and  I  want  to  have 
another  child.  Specialists  tell  us  tliat 
another  pregnancy  will  involve  similar 
risks  but  they  are  confident  that  they 
can  deliver  a  healthy  baby  with  careful 
fetal  monitoring  and  drug  therapy. 
Fetal  monitoring  will  be  done  by  umbil- 
ical cord  sampling.  We  are  interested  in 
talking  to  anyone  who  has  had  experi- 
ence with  umbilical  cord  sampling.  We 
are  also  anxious  to  speak  to  parents 
who  have  had  a  child  with  NAIT,  espe- 
cially parents  who  have  had  subse- 
(]uent  pregnancies. 

M.L.  &  T.L.,  Maniland 
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Wide  Shoes 

D.M.G.  (September  1993)  was  looking 
far  a  source  of  wide  dress  sfioesfor 
her  30-year-old  daughter  who  has 
Doxim  syndrome. 

Finding  extra-wide  shoes  in  small 
sizes  is  practically  impossible!  My 
daughter  has  feet  of  two  different 
sizes — one  is  an  extra,  extra-wide 
ladies'  size  five,  the  other  is  an  extra 
wide  eight-and-a-half.  In  addition  to 
having  a  wide  foot,  my  daughter's 
difficulty  in  finding  shoes  that  fit  is 
compounded  by  her  leg  braces. 

I  looked  everywhere  before  finding  a 
shoe  company  that  carries  just  tlie 
right  shoes  for  our  kids — P.W.  Minor 
and  Sons,  3  Treadeasy  Ave.,  P.O.  Box 
678,  Batavia,  NY  14021-0678,  (716)  343- 
1500.  They  will  custom  order  mixed- 
size  pairs.  They  will  modify  the  sole  to 
make  it  flat  instead  of  wedged.  In  addi- 
tion to  making  wide  sizes,  they  also 
manufacture  many  different  styles  of 
"extra-depth"  shoes  that  acconunodate 
even  the  largest  braces. 

M.S.,  Califomia 

□  My  son  also  needs  wide  shoes.  I  get 
them  from  Mason  Shoe  Manufacturing 
Company,  Chippewa  Falls,  WI 54774- 
1905.  They  carry  shoes  in  widths 
AA-EEEE  and  have  a  catalog  with  a 
variety  of  styles.  Their  shoes  come  in 
women's  sizes  4-12  and  men's  sizes 
5-16. 

M.B.,  Missouri 

Editor's  Note:  Starlight  Footwear 
(21537 Kapok  Circle,  Boca  Raton,  FL 
33433,  800/557-4637)  is  anotlier 
source  of  wide  shoes  in  a  variety  of 
styles.  See  tfieir  ad  mi  page  7. 

Rasmussen  Syndrome 

S.K.J.  (February  1994)  is  the  mother 
of  a  nine-year-old  ivho  was  recently 
diagmsed  ivith  Rasmussen  syndmme. 
In  hopes  ofleartiing  more  about  her 
daughter's  ptvgnosis,  she  was  looking 
for  other  families  who  have  dealt  with 
this  condition. 

I  am  the  mot  her  of  a  14-year-old  girl 
who  was  diagnosed  with  Riismussen 
syndrome  at  five  years  of  age.  At  ago 
seven,  she  undei-wont  a  radical  \wm\- 
spherectomy — the  removal  of  the  dis- 


eased part  of  the  brain.  In  Beth's  case, 
the  entire  left  side  of  her  brain  was 
removed.  Since  leaving  the  hospital, 
she  has  not  had  one  seizure,  nor  has 
she  taken  any  medication.  Prior  to  her 
surgery,  she  was  losing  the  function  of 
her  ri^t  hand  and  had  a  progressively 
worsening  limp.  Her  speech  and  intel- 
lectual functioning  were  deteriorating. 

It  took  two  years  for  Beth  to  fully 
recover  from  the  surgery,  but  now  she 
is  a  bright,  beautiful,  hsqppy  eighth 
grader  who  receives  minimal  resource 
help  in  school.  She  bowls  on  a  team, 
swims  and  is  like  any  "normal"  child. 
Beth  would  be  most  willing  to  talk  to 
you  if  you  would  like  to  see  how  she  is 
doing. 

K.U.,  Connecticut 


Three  Kids,  Three  Disabilities 

P.G.  (February  1994)  is  the  mother  of 
three  very  young  children  with  three 
different  disabilities.  After  genetic 
testing  failed  to  explain  why  ail  Iter 
children  had  disabilities,  P.G.  hoped 
some  readers  might  have  insight  mi 
the  question.  She  also  wanted  "cop- 
ing" advice  from  parents  in  similar 
situatimis. 

I  also  have  three  children  with  differ- 
ent problems,  though  they  do  not  seem 
to  be  as  involved  as  your  children's.  I 
can't  give  you  any  "words  of  wisdom" 
about  why  your  children  have  such  dif- 
ferent problems;  all  I  can  say  is  that 
many  things  happen  for  which  we 
never  know  the  reason.  Let  me  encour- 
age you  by  saying  that  your  children 
are  still  very  young  and  things  generally 
get  easier  as  they  age.  Under  the  best  of 
circumstances,  it  can  be  very  trying  to 
have  a  three-and-a-half-year-old,  a  19- 
month-old  and  a  newborn. 

My  eldest  child  is  12  years  old  and 
has  had  asthma  since  he  was  less  than 
a  year  old.  When  he  was  younger,  his 
asthma  was  frequently  out  of  control. 
Searching  for  the  right  physician  and 
educating  myself  about  the  disease 
made  a  profound  difference  for  him.  If 
you  do  not  already  take  your  son  to  an 
asthma  specialist,  I  would  encourage 
you  to  do  so.  It  has  been  my  experi- 
ence that  pediatricians  are  usually  not 
aggressive  enough  in  asthma  treatment. 


A  good  allergist/asthma  specialist  really 
knows  how  to  attack  this  disease  and 
get  results.  My  son  still  misses  more 
school  and  activities  than  a  "normal" 
child,  but  things  have  improved  greatly. 

My  middle  child  is  nine  and  has  a 
learning  disability  (LD).  As  a  result  of 
this,  he  is  fairly  fragile  em6tionally--or 
maybe  that  has  more  to  do  with  being 
the  middle  child.  I  also  have  educated 
myself  about  LD,  because  it  is  a  disabil- 
ity that  requires  a  parent  to  be  assertive 
in  order  to  get  an  appropriate  school 
program.  It  is  not  too  soon  for  you  to 
begin  learning  about  the  special  educa- 
tion programs  in  your  school  system — 
as  if  you  already  don't  have  enough  to 
do!  Educators  use  a  whole  different 
language  when  it  comes  to  educating 
our  Mds;  you  must  also  learn  to  negoti- 
ate the  huge  bureaucratic  maze.  Other 
parents  who  have  already  "been  there" 
can  be  particularly  helpful. 

My  youngest  child  is  five  and  has 
ocular  albinism,  a  type  of  albinism  that 
primarily  affects  the  eyes  with  only 
slight  skin  and  hair  involvement.  She  is 
visually  impaired,  but  not  legally  blind. 
We  just  learned  that  she,  too,  has 
asthma,  though  we  don't  believe  her 
condition  is  as  bad  as  her  brother's. 

I  know  what  you  mean  about  the 
constant  stress  of  doctors,  therapists 
and  bills.  Support  from  other  parents  of 
children  with  disabilities  has  been  cru- 
cial for  me.  Our  local  parent-to-parent 
group's  motto — "If  your  child  has  spe- 
cial needs,  so  do  you" — is  very  true.  It's 
incredibly  important  to  remember  to 
take  care  of  yourself  so  you  will  be  bet- 
ter able  to  help  your  little  ones.  I  hope 
you  have  someone  available  to  give  you 
a  break  once  in  a  while.  Being  a  full- 
time  mother  or  father  is  exhausting;  we 
all  need  some  time  off  occasionally. 

I  hope  you  will  reach  out  to  other 
parents  in  your  area  for  support..  It 
seems  that  parents  of  children  with  dis- 
abilities are  nearly  always  willing  to  do 
whatever  they  can  to  help  another  par- 
ent survive  this  roUor  coaster  ride.  The 
following  organizations  can  provide  a 
wealth  of  information  relevant  to  your 
children's  disabilities  and  have  great 
newsletters; 

•  National  Organization  for  Albinism 
and  Hypopigmentation,  15(?0  Locust 
St.,  #29,  Philadelphia,  PA  19102-4415; 
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WHOU. 


With  maximum  passenger  seat 
maneuverability,  a  new  easy 
off/on  ground  hugging  plat- 
form, plus  reliable  all-electric 
operation. 

The  Crow  River  Industries  VAN- 
GATER™  fold-in-half  lift  is  a  timeless 
classic.  When  folded  it  offers  half  a 
doorway  of  usable  space  for  easy 
loading/unloading,  more  usable  in- 
terior space,  a  clearer  side  view,  and 
allows  the  front  passenger  seat  to  be 
almost  fully  reclined  for  maximum 
comfort.  But  we  can't  seem  to  stop 
trying  to  improve  on  perfection. 

All-electric  reliability. 

The  enclosed  non-hydraulic,  all- 
electric  operating  mechanism  is 
cleaner  and  quieter  than  hydraulic 
lifts,  especially  in  extreme  tempera- 
tures. (There's  also  no  leakage  or 
unpleasant  odor.)  And  our  new 
auxiliary  electric  override  provides 
emergency  electrical  lift  power — not 
to  mention  peace  of  mind — when 
you  need  it  most. 

A  flatter  platform. 

We've  made  getting  on  and  off  the 
VANGATER^easier  than  ever  with  a 
new  flatter  platform  that  sacrifices 
nothing  in  ruggedness  and  reliability. 
And  you'll  find  the  improved  side 
entry  option  and  exit  access  great  in 
tight  parking  situations! 

RAPID  RESPONSE  LINE: 
For  more  information  and  the  name 
of  vour  closest  dealer  call  Uxiav: 
1-800-488-7688 


Circle  #14 


i 


CROW  RIVER 

InduMriM  IncorportM 

14800  28th  Avenue  North 
Minneapolis,  MN  55447  (U.S.A.) 
(In  Minnesota,  612-559-1680) 


•  National  Association  for  Parents  of 
tlie  Visually  Impaired,  P.O.  Box  317, 
Watertown,  MA  02272-0317; 

•  Allergy  and  Asthma  Network/Moth- 
ers of  Asthmatics,  3554  Chain  Bridge 
Rd.,  Suite  200,  Fairfax,  VA  22030- 
2809. 

N.G.,  Florida 

1  ;  We  have  much  in  common — while 
our  children's  disabilities  are  not  the 
same,  our  lives  probably  are.  I  also 
have  had  three  children  with  disabili- 
ties. My  daughter  died  at  age  12  from  a 
rare  form  of  bone-related  cancer  That 
was  in  1989,  when  my  two  boys  were 
babies.  During  Emily's  two-year  illness, 
both  boys  were  bom  and  eventually 
diagnosed  with  disabilities.  1  remember 
having  two  children  in  the  hospital  at 
once  and  worrying  eibout  the  third.  I 
remember  feeling  like  an  over- 
stretched rubber  band  and  wondering 
how  much  longer  I  could  take  it  all.  I 
felt  resentful  of  parents  whose  biggest 
"problem"  was  that  their  kid  hated  hav- 
ing his  hair  shampooed  or  tliat  he 
needed  tubes  for  ear  infections.  1  lost 
some  of  my  compassion  for  these  peo- 


ple and  that  really  bothered  me.  I 
developed  defenses  against  my  kids' 
pain.  Sometimes,  1  felt  that  if  I  really 
started  crying,  I  might  never  stop,  so  I 
tried  not  to  cry.  Bad  idea! 

For  a  while,  1  fell  into  a  trap  of  trying 
to  meet  every  single  need  that  my  fam- 
ily had.  It  took  time  to  learn  that  I 


"Birthday"  by  Alex  Blum 

couldn't  do  it.  I  learned  to  make  a  list 
of  priorities  and  to  place  my  husband 
and  me  on  that  list. 

I  learned  to  very  clearly  define  my 
needs  and  then  communicate  them. 
Have  you  ever  met  those  people  who 
ask  if  there  anything  they  can  do?  I 
began  answering  those  questions  with 


Haverich  Ortho-Sport,  Inc. 

67  Emerald  Street 

Keene,  NH  03431  (603)  358-0438 


Haveridi 


{Europe's  leading  line  of  specialized 
;j|>icycles,  tricycles  and  tandems 
now  available  in  North  America 
Bleel  frame.  Duel  caliper,  drum 
4nd  coaster  brakes  available, 
i'arklng  brakes  standard, 
latest  styling  and  wide 
choice  of  colour 
combinations. 
More  than  30  specially 
<lesigned  accessories  to 
ineet  every  need. 


very  practical  responses,  like  "Wow,  I  am 
so  glad  you  asked  that  Do  you  think  you 
could  come  over  and  walk  my  dog  the 
next  time  one  of  my  kids  is  hospital- 
ized?" or  "You  know,  I  was  just  praying 
that  somebody  could  help  my  son  prac- 
tice feeding  himself  once  in  a  wliile. 
Would  you  like  to  come  over  next  Tues- 
day morning  and  see  how  we're  working 
with  him?"  When  you  very  specifically 
outline  what  you  need,  all  those  well- 
meaning  folks  either  get  lost  forever  or 
you  uncover  some  very  talented  people 
who  are  on  your  kids'  sides. 

I  like  talking  about  my  kids,  so  I'll  do 
that  for  a  minute  if  you  don't  mind.  As  I 
said,  Emily  died  five  years  ago.  Besides 
having  cancer,  she  also  was  hearing 
impaired.  She  was  wonderful,  and  we 
were  so  fortunate  to  have  her.  She 
taught  us  so  much  about  faith,  obedi- 
ence and  love. 

Patrick  is  our  seven-year-old.  He  has 
the  biggest  disability  of  the  three 
kids — Angelman  syndrome.  He  is 
severely  developmentally  delayed  in  all 
areas  and  basically  non-verbal.  He  has 
seizures,  a  sleeping  disorder,  fine-  and 
gross-motor  deficits  and  eyes  of  two 
different  strengths.  He  has  a  very  affec- 
tionate and  happy  nature  and  is  the 
love  of  my  life.  He  is  working  on  feed- 
ing and  dressing  skills  and  is  eible  to  do 
some  pre-school  level  work  on  the 
computer.  He  walks  pretty  well,  but 
uses  a  stroller  when  we  go  places.  I 
don't  thiiUc  he  is  ciqpable  of  anger 
Jaron,  our  five-year-old  son,  was 
bom  with  eye  cancer  and  lost  an  eye  at 
one  week  of  age.  He  is  hearing 
impaired,  but  has  good  vision  in  his 
remaining  eye.  Jaron  is  very  entertain- 
ing and  always  is  doing  something 
funny.  He  came  up  with  the  idea  of 
starting  his  own  "business"  last  April; 
he  now  earns  $5  a  month  dragging  the 
neighbors'  empty  trash  cans  into  their 
backyards  on  garbage  day.  We  are 
hom?-schoolers,  so  I  teach  both  boys 
by  my.self.  !t  is  the  best  decision  I  ever 
made,  but  it  is  not  for  everybody. 

The  other  thing  I  wanted  to  address 
is  the  young  ages  of  your  kids.  At  this 
point  in  their  lives,  your  life  is  very 
intense.  Please  be  encouraged  that 
although  it  may  seem  this  phase  will  go 
on  forever,  it  really  does  change. 
Believe  it  or  not,  you  do  get  time  to 
catch  your  breath  iind  even  relax  even- 
tually. You'll  get  through  it  somehow. 
Really! 

B.M.,  Neiv  York 
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Ck>llege  Wtii  a  Personal  Attendant 

N.T.  (Febrmry  1993)  is  the  mother  of  a  15-year-old 
datighter  who  is  an  honors  student  atui  wants  lo 
attend  college.  Her  daughter  has  cerebral  palsy  and 
uses  a  motorized  wheelchair.  She  needs  extensive 
assistance  for  personal  care.  She  has  a  great  deal  of 
difficulty  writing,  but  as  a  one-finger  typist,  finds  typ- 
inp  equally  frustrating.  N.  T.  wanted  to  hear  about  the 
college  experiences  of  people  with  needs  similar  to 
those  of  her  daughter.  She  also  wanted  information 
about  colleges  with  good  support  services  for  sttutents 
with  disabilities. 

Our  daughter  is  capable  of  writing,  but  has  required  a 
personal  care  attendant  throughout  her  college  career 
Since  she  first  eiurolled  in  college  in  1987,  we  understand 
that  many  universities  and  colleges  have  taken 
significant  strides  toward  establishing  the  necessary  pro- 
grams and  offices  to  meet  the  needs  of  their  students 
with  disabilities. 

Our  daughter  chose  to  attend  the  University  of  Penn- 
sylvania for  her  undergraduate  work.  While  Perm  did  not 
have  ail  organized  program  for  students  with  disabilities, 
the  school  agreed  to  provide  our  daughter  with  whatever 
support  she  required,  including  building  accessibility  and 
assistance  in  obtaining  attendant  care.  However,  some 
tense  moments  occurred  relating  to  our  ability  to  find 
the  necessary  personal  care  attendant  services.  Our 
daughter  requires  turning  during  the  night,  and  we  relied 
on  her  roommates  for  this  aspect  of  her  care.  Penn  lived 
up  to  its  commitments  and  our  daughter  eryoyed  four 
happy  years  there. 

Currently,  our  daughter  is  a  Ph.D.  candidate  at  the  Uni- 
versity of  California  Berkeley  (UCB).  UCB  has  one  of  the 
best  programs  for  students  with  physical  disabilities.  It 
has  a  dormitory  manned  24  hours  a  day  by  individuals 
capable  of  providing  care;  it  also  provides  a  service  that 
enables  its  students  to  find  personal  care  attendants  for 
their  respective  needs. 

M.B.  &M.B.,  Pennsylvania 

□  Prudence  K.  Tweed  and  her  son,  Jason,  inspired  by 
their  own  search  for  a  college  tliat  met  their  educational 
goals  and  personal  care  requirements,  compiled  Colleges 
That  Enable:  A  Guide  to  Support  Services  Offered  to 
Physically  Disabled  Students  on  40  U.S.  Campuses 
(Park  Avenue  Press,  1989).  This  book  may  be  helpful. 

J.K.,  Neiv  York 

Editor's  Note:  The  book  can  be  ordered  from  Colleges 
that  Enable,  Inc.  (PO.  Box  6585,  Wyomissing,  PA 
19610,  610/376-1551).  Suggested,  tax-deductible  dona- 
tim  is  $15.00. 
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cares  about  kids. 


kTd-EZ 
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made  in 
USA 
PATENTPENDING 


Proving  good  looks,  convenience 
and  proper  positioning  work 

wonderfuiiy  together. 

Three  Models 
Grows  from 
infant  to  age  7 
Complete 
Positioning 
System 

Easy  to  fold 
Easy  to  transfer 
Easy  to  adjust 


ktd-EZ.  Adjuttabia  High  Chair  Base 


1-800-388-5278 

126  Rosebud,  #1 
Belgrade,  Montana 
59714 
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Familiar  Faces 


Brian  Michael  SulUotm  of  Sarasota^  Florida,  16 
n,  7nths  old,  is  described  by  his  mother,  Laura,  as  having 
"mischief  in  his  eyes. "  Despite  visits  to  geneticists  and 
other  specialists,  Brian  remains  undiagnosed.  Laura 
hopes  that  aU  the  doctors  who  unvte  about  Brian's  "dys- 
morphic features"  vM  see  this  picture  and  begin  to 
appreciate  this  boy  with  the  "miUion  dollar  smile. " 


Eight-year-old  Rodrigo  (l^)  andfivc-year-old  Jorg4 
Nevcwes  live  in  Gvaynabo,  Puerto  Rico.  Jorg4  has  cere- 
bral palsy.  The  boys'  mother,  Carolina,  writes  that  she 
is  looking  forward  to  seeing  pictures  of  other  readers' 
families — "it's  a  great  way  for  us  to  share  part  qf  our 
lives  vnth  each  other. " 


Three-year-old  Brittanne  Jade  McClain  (right) 
chats  with  her  friend,  Ben,  while  waiting  for  the 
school  bus.  Brittanne's  grandmother,  Gloria  Reeves, 
who  sent  us  this  picture,  wants  everyone  to  know 
how  proud  she  is  of  her  daughter,  Lori — Brittanne's 
mother.  Lori  is  aJuU-time  college  student  and  accord- 
ing to  her  mom,  a  truly  "excsptvmalpaiivnt.'' Lori 
and  Brittanne  live  in  Long  Beach,  California. 


This  picture  of  the  Mercado  brothers  of  Fort  Bragg, 
North  Carolina — 14-year-old  John,  Jr.  (l^)  and  11- 
year-old  Danny — was  taken  on  Thanksgiving  Day, 
1993.  Danny  has  multiple  disabilities.  Danny's  mother, 
Denise,  feds  that  this  picture  demonstrates  the  love 
between  the  brothers.  The  family  also  indudes  dad,  John 
Sr.,  and  13-year-old  sister  Haelan. 


Heather  and  Kyle  Bremdon  stop  off  at  tlte  fountain  for 
a  drink  of  water.  Heather  has  CHARGE  syndrome;  Kyle  is 
her  twin  brother.  The  pair,  who  live  in  Castro  VaUey,  Cali- 
fornia, were  four  years  old  when  this  picture  was  taken. 


Would  you  like  >o  sfuro  a  f nvoi)l<)  cjmliiJ  snapshot  or  stWo  of  youf  child  and/or  family  with  other  readets  of  B«x(il!onalPBfent?Serti  Ito:  BsadefS'  Photos,  OMpftoaf  Parent 
209  Harvard  Street,  Suite  303,  Brookline,  MA  02146.  (Sony,  photos  cannot  bo  returned 
address  and  daytxne  phom  nunter.  and  Identify  everyone  in  the  photo.  If  you  lite^ 
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Mini  VAN 
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1KFM>0RRAMF 

This  patertte^itt'fltx*' ranip  system 
stows  the  lamp  out  of  sight  within 
the  floor  and tii|fm  d^f<^^  .r 

» Mbtt  wheeldhtur  maneiiverabiMty. 

•No  obstructions  inside  van  doorway. 

•  Two  inch  protective  side  rails 
(important  safety  feature 
recommended  by  the  A.D.A.) 

•Complete  manual  back-up  system. 

•  3  year/36,000  mile  limited  warranty. 


Our  Swing-Away  raitip_  system  that 
set  the  standard  for  the  industry  offers 
the  unique  features: 

*  Economicaily  priced. 


•  10  years  of  successful  operating 
history.  1 

•  Simple  trouble-free  operation. 

•  Complete  manual  back-up 
system. 

•  3  year/36,000  mile  limited^'Jrily. 


remp's.  extendecf  doo^ 
tnd  mof,  temote 
conlrojis,  and 
countless  other 
options  to  suit  your 
needs. 
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3353  W.  Osbom,  Phoenix,  AZ  85017 
Call  toll  free  for  inf  irmation  and  the 
dealer  nearest  you: 

1-800-288-8267 
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Together  We  WiU  Reach 
Our  Journeys  End — 

A  BetterWorld for  Children  with  Disabilities 

For  more  than  75  years  Civitans  have  enjoyed  working 
together  to  help  people  in  their  communities. 

vvitans  worldwide  share  your  hope  for  a  bright 
today,  and  a  brighter  tomorrow.  It  is  that  hope 
which  built  the  Civitan  Inten iitional  Research  Center 
for  developmental  disabilities,  and  it  is  that  hope 
which  lights  our  path. 

Join  us.  Together  we  will  reach  our  journey's  end. 


HuiUinga  Brttrr  WorU SiiKe  1917 


□ I  m  iriicrcMal  in  lOmniiiniiy  iiniilwincni.  1*Icjm-  wild  mote  mlornutioii  jhoiit  ( .iMtjii 
\fiMi,f  tluliMii  in\  ioiiiiiiiintt\ . 

□ I  wjiii  lo  suppori  tlu-  tc%f.irtli  tindc-nvjt  jt  (lu-  C  iviian  lnicin..iiiiiijl  Research  (,fn;cr  for 
tlo^clitlMnciiLiI  disjbiliiiL-%.  I'lt-aw  -.end  miiri'  ii)rorin.iiiui). 


Noi'ne.  ^  

Address  

City/State 'Zip  

Telephone  Number  ( 


CIVITAN  INTERNATIONAL.  P  0.  SOX  130220.  BIRMINGHAM.  AL  35213;  (800)  CIVITAN 


Our  prices  make 
everyone  happy! 


Send  for  a  free  catalog 
of  adaptive 
equipment. 


^  P.O.  Box  3!^  •  Bedford,  MA  01 730 
W  _  ,517)  27.S-7681  •  Tax  (617)  275-4094 
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Baby,  Youth,  Adult 


Compare  Our  Cost  &  Service  On: 

Attends  No-Rinse  Products 

Dignity  Promise 
Depends  Tranquility 

CompCare  has  in  inventory  a  fuU,  range  of  sizes. 
Fast,  free  delivery  attywhere  in  continental  U.S. 

1^00^77-7317 


The  Leading  Edge  of  Health  Care  Excellence 
5534  Cortez  Road  West  •  Bradenton,  FL  34210 

(  oinpC^arc  is  accredited  byjoini  CVimmissioii  on  Accrediiaiion  of  Health  C'-are  Organ i^aiioiis. 


Circle  #14 


life  Plarniiii! 
Should  Be 
Team  Effort 


Every  month,  Estate  Planning  for  Per- 
sons with  Disabilitie.s  (EPPD)  provides 
essential  information  and  guidance  to 
hundreds  of  families  with  a  son  or 
daughter  who  is  di.sabied.  Our  national 
network  of  attorneys  and  estate  plan- 
ners helps  to  develop  comprehensive 
life  plans  including  wills,  special  needs 
trusts,  guardianships,  advocacy,  bal- 
ancing private  and  government  ben- 
efits. EPPD  provides  FREE  initial 
interviews  to  determine  needs  and 
FREE  group  seminars  for  parents. 
EPPD  IS  not  a  guardianship  or  master 
trust,  but  assists  parents  in  locating 
services  necessary  to  provide  a  secure 
future  for  their  loved  one.  Call  today  to 
receive  a  FREE  brochure  and  the  loca- 
tion of  your  nearest  EPPD  office 


Richard  W.  Fee 
Executive  Director 

National  Office 
Suite  112.  .1 100  Arapahoe  Avenue 
Boulder.  Colorado  HOiOS 

800-448-1071 


ESTATE 
PLANNING  FOR 
PERSONS  WITH 
DISABILITIES 
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A  D'vision  ol  Pioleclive  Lile 
nsurancc  Company 


R-  E  C  R  E  A  T  I  0  N 


A  Father's  Gift 

David's  outings  with  Dad 
encourage  fun  and  learning 


By  Joan  K.  Blaska 


David  raced  into  the  house  and  announced  to 
everyone  who  would  listen,  "We  caught  19  sun- 
nies  and  on  the  way  home,  I  saw  three  deer!"  A 
couple  weeks  later,  David  rushed  into  the  kitchen 
and  shouted,  "My  team  won  by  one  touchdown.  I 
gotta  go  call  Dad — he  owes  me  a  quarter!" 

These  may  sound  like  typical  scenes  in  the 
lives  of  children  who  spend  time  participating  in 
recreational  activities  with  their  parents.  But 
David  is  our  26-year-old  son  who  has  mental 
retardation  and  attention  deficit  hyperactivity 
disorder  When  he  was  younger  and  living  at 
home,  we  privately  called  him  the  "white  tor- 
nado," because  he  moved  so  fast.  Today,  he 
lives  in  a  group  home  with  three  other  young 
men. 

Even  though  David  has  a  developmental 
delay  and  some  challenging  behaviors,  his 
father  included  him,  whenever  possible,  in  his 
own  favorite  activities— watching  sporting 
events,  fishing  and  hunting.  Over  the  years, 
this  meant  taking  David  on  hundreds  of 
"scouting  trips"  to  find  good  fishing  and  hunt- 
ing spots. 

Our  family  has  always  enjoyud  watching  sport- 
ing events.  David  began  by  watching  parts  of  tele- 
vised games  with  his  dad;  as  he  gained  more 
control  of  his  behavior,  he  progressed  to  attending 
some  of  the  games.  Sometimes,  our  family  would 
even  wager  quarters  on  which  team  would  be  the 
winner  With  all  this  exposure  to  team  sports,  one 
of  the  first  songs  David  tried  to  smg  was  the 
national  anthem!  He  didn't  know  the  words  but 
tried  to  sing  the  melody.  He  knew  that  the  first 
strains  of  the  Star-Spangled  Banner  meant  that  the 
game  was  about  to  begin!  Today,  he  turns  up  the 
sound  and  loudly  sings  along  as  best  he  can. 

David's  favorite  sports  arc  hockey,  baseball  tuid 
football.  He  attends  many  games,  and  has  budgeted 
his  money  to  buy  jerseys  to  wear  when  his  teams 


play.  He  also  collects  trading  cards  which  has 
helped  him  learn  the  names  of  many  players.  With 
help  from  his  high  school  teachers,  David  learned 
to  read  scores  on  the  Sports  page  and  check  the 
schedule  of  upcoming  games.  Today,  whenever 
we're  not  sure  of  a  game  time  or  don't  know  which 

teams  are  playing,  we  call 


David  Blaska  shares 
a  warm  moment  with  his  father,  Dmne. 


David.  In  return,  he  often  calls  to  report  a  score  or 
to  let  us  know  who  won  the  quarter— and  it's  usu- 
ally him! 

Over  1\e  years,  David's  inclusion  in  recreational 
activities  increased  as  he  gained  more  control  of 
his  behavior.  For  example,  his  first  hunting  outings 
began  as  rides  in  the  car,  looking  at  ducks  in  the 
ponds  and  making  a  game  out  of  naming  them. 
Later,  he  went  along  on  hunting  trips  that  often 
involved  three  generations  of  our  family's  men. 
David  was  not  allowed  to  carry  or  use  a  gun,  but  he 
enjoyed  roaming  alongside  Dad  as  they  tried  to 
scare  up  a  grouse  or  pheasant.  On  these  outings, 
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David  learned  the  niles  of  h'.mting 
safety  and  the  names  of  various  birds 
and  wild  animals. 

As  a  very  small  boy,  David  would 
go  out  in  the  boat  and  fish  with  his 
dad.  Often,  it  was  just  the  two  of 
them.  David  learned  to  sit  still  in  the 
boat  and  ei\joy  moving  across  the 
water  He  also  learned  to  bait  his 
hook,  cast  out  his  line  without  mess- 
ing up  the  reel,  set  the  line  and  some- 
times, pull  in  a  fish. 

On  fishing  trips,  David  learned  to 
identify  and  name  many  common  fish. 
When  he  got  older,  he  learned  to  steer 
the  boat  with  Dad  sitting  by  his  side. 
Tlie  first  time  I  watched  David  drive 
the  boat,  I  saw  a  wonderful  look  of 
delight  on  his  face.  Tears  came  to  my 
eyes  as  I  thought  of  the  benefits 
David  had  reaped  through  my  hus- 
band's patience  and  willingness  to  include  and  teach 
him. 

Over  the  yeai-s,  there  were  times  when  David  and 
his  Dad  would  return  early  from  an  outing  that  hadn't 
gone  well  because  of  David's  challenging  behaviors. 
But  this  never  stopped  Dad  from  trying  again. 


David  proudly  displays  the  "catch  of 
the  day." 


PI  BEAR    (Physically  Inconvenienced) 
A  Beary  Special  Friend 


PI  BEAR  is  a  special  friend 
that  children  can  call  their 
own.  Pi's  three  illustrated 
storybooks,  which  tell  about 
his  accident,  recuperation, 
firstday  of  school  and  other 
adventures  with  friends,  can 
help  disabled  children  un- 
derstand their  own  feelings 
of  fear  and  uncertainty.  Pi's 
friends  also  show  others  that 
your  friends  are  friends,  no 
mauer  what  PI  BEAR  and 
his  wheelchair  are  approxi- 
mately 14"  tall.  Dressed  in 
a  PI  BEAR  T-shirt,  he 
comes  with  three  story 
books  (in  chair  backpack), 
a  club  membership  certifi- 
cate and  a  one-year  war- 
ranty. 


For  more  information,  call:  I-800-467BEAR  (2327) 
Canada  inquiries  call:  613-258-0177. 
VISA/MASTERCARD  accepted. 
Flexpay  Available. 

©  1993  PI  BEAR  CO.  P.tc«  pending 
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David's  outings  with  Dad  have 
resulted  in  many  unanticipated 
benefits.  At  oiu-  house,  David  feels 
like  he  is  one  of  us.  While  he  is  aware 
of  his  limitations,  he  feels  accepted 
because  we  have  emphasized  what 
he  can  do.  By  including  him  in  recre- 
ational activities,  David's  father 
helped  him  develop  interests  that  are 
appropriate  for  a  man;  more  impor- 
tantly, tiiese  activities  have  given 
David  lots  to  talk  about! 

When  David  meets  someone,  he 
might  ask,  "Did  you  see  the  game — 
who  won?"  or  "Did  you  know  they 
traded  the  catcher?"  This  small  talk  is 
socially  appropriate  and  has  helped 
other  people  accept  David.  Some- 
times, people  don't  know  what  to 
say  to  a  person  with  a  disability.  But 
all  of  oiu-  family  members  and 
friends  have  lots  to  talk  about  with  David  because  of 
his  interests  and  involvement  in  these  leisure-time 
activities. 

Parents  have  the  opporMnity  to  expose  their  child- 
ren to  a  variety  of  activities  that  they  may  er\joy  partici- 
pating in  as  adults.  Keep  in  mind  that  recreational 
activities  are  not  limited  to  sports.  What  do  you  like  to 
do  during  your  free  time?  Allow  your  child  to  choose 
among  your  hobbies  and  participate  in  the  ones  that  he 
or  she  eryoys.  For  example,  David  doesn't  like  to 
watch  golf  on  television.  But  sometimes  he  is  happy  to 
walk  along  in  the  woods  and  find  lost  balls,  which  he 
then  sells  to  the  rest  of  us! 

Persons  with  disabilities  ofte..i  lack  tlie  skills  for 
leisure  activities.  As  parents,  it's  important  to  remem- 
ber that  while  om-  children's  disabilities  result  in  vary- 
ing levels  of  potential  and  interest,  they  all  have  the 
capability  to  participate  in  some  way.  We  need  to  ask 
ourselves,  "Am  I  including  my  child  in  activities  that  I 
do  which  are  fun  and  may  help  prepare  my  child  for 
the  future?" 

Through  mar.y  outings,  David's  father  gave  him  the 
priceless  gift  of  time — time  to  be  together,  to  share  and 
to  learn.  Because  of  this  gift,  David  has  learned  to  talk 
about  and  eryoy  a  number  of  leisure  activities.  This 
happen('d  because  David's  father  was  willing  to  share 
an  even  greater  gift— the  gift  of  love. 

Joan  K.  Blaska,  Ph.D.,  is  an  associate  professor  in 
the  DepaHment  of  Child  &  Family  Studies  at  St. 
Cloud  State  Ihtiversity,  St.  Cloud,  Minnesota.  Lh: 
Blaska  trains  pwfe.ssionaLs  to  woilc  with  young  child- 
ren with  disabilities  and  their  families.  Sfie  fre- 
quently speaks  to  parent  gjvttps  about  tfiejoys  and 
challenges  of  wising  children  with  disabilities. 
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1-800-600-7808,  l-800-755O601(nY).  The  Apple  Computer  Disability  Solutions  Store.  A 

♦Chris  ami  the  entire  staif  at  Aisie  17  have  tailtai  to  lots  of  peopie  jast  lilte  )xn  IheVre  fricnclly,  they're  Imowlaigealjle,  they're  reaciy  to  heip. 


ERIC 


345 


R  E  C  R  K  A  ■'r  ION 


Peter's  Garden 


/  y  eight-year-old  son,  Peter,  has 
W.  :  always  spent  most  of  the  day 
.  L  L  with  me  when  I  am  home. 
Since  much  of  my  free  time  is 
spent  in  the  garden,  Peter  devel- 
oped a  great  deal  of  curiosity  about 
what  I  was  doing.  His  younger 
brother,  Beryamin,  spent  time 
exploring  the  garden  while  I 
worked.  However,  Peter,  who  is 
blind,  hesitated  to  follow,  knowing 
that  he  would  be  likely  to  stumble 
over  the  ground  and  smash  some 
plants. 

I  initially  z^eed  that  the  garden 
should  be  off-limits  and  encour- 
aged Peter  to  "stay  out  of  the  way." 
Then,  I  reconsidered — since  he 
was  so  curious,  maybe  this  would 
be  the  ideal  time  to  let  him  learn 
sometlung  about  botany  and  how 
plants  grow.  I  started  thinking 
about  ways  to  include  my  son  in 
one  of  my  favorite  pastimes. 

Planning  Peter's  Garden 

I  set  aside  a  12-square-foot  area  of 
the  garden  for  Peter's  use  and 
decided  on  crops  that  would  be 
easy  for  him  to  plant,  weed,  harvest 
and  even  sell.  Large  or  bushy  plants 
with  large  seeds  seemed  like  a 
good  choice.  That  first  year,  we  put 
in  Indian  com,  miniature  pumpkins 
and  goiu-ds. 

I  knew  that  the  planting  and 
maintenance  of  his  garden  plot 
would  be  much  more  clear  and 
meaningful  if  Peter  was  involved  in 
the  planning  process.  Peter  raised  a 

{Near  right  I  Tli  is  plan  for  a  12- 
sqvaiv-fool  .space  shown  a  good  slarirr 
garden  for  (I  child  with  a  visual 
impairment  or  other  (lisabilitg. 
/Right/  Peter  and  Denjamir.  '"ork  the 
ganlcn  with  a  little  help  fmm  Dad. 


number  of  questions  during  our 
plarming  sessions.  Many  of  his 
questions  were  very  visual.  He 
wondered  how  big  his  pumpkins 
would  grow,  how  much  space  each 
plant  would  need  and  whether  the 
plants  would  grow  upright  or 
sprawl.  We  discussed  the  garden 
plan  in  detail — the  location  of  each 
row,  the  reasons  for  choosing  these 
locations  and  the  amount  of  space 
between  each  plant. 

Planting 

Peter  and  I  worked  together  to  till 
the  garden  so  it  would  be  smooth 
enough  for  him  to  keep  his  balance 
in  the  area.  Then,  we  strung  kite 
string  to  mark  each  row. 

Peter  planted  his  pumpkins  and 
gom-ds  in  mounds,  or  hills,  directly 


beneath  the  string.  He  counted  out 
six  seeds  to  a  hill — later  to  be 
thinned  out  to  three  plants  per 
mound — and  covered  them  with 
soU.  Then,  he  used  a  four-foot  sec- 
tion of  soling  to  measure  out  the 
right  amount  of  space  between 
each  just-planted  hill  and  the  next. 

Peter  planted  com  the  same 
way,  by  using  the  string  for  a  guide 
and  a  small  stick  for  a  measure.  He 
planted  kemels  of  seed  com  under 
the  string,  about  six  inches  apart. 

Garden  Maintenance 

A  clawed  garden  tool  and  good 
mulch — such  as  leaf  mulch  or 
clean  straw — ^will  be  the  only  tools 
a  chUd  will  need  for  most  small 
gardens.  Simply  have  the  child 
remove  the  mulch  in  one  small  area 
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Gardening  is  for  Everyone! 


Adaptations  can  make  gai-dening  more 
accessible  to  children  and  teens  with 
various  disabilities. 

Some  children  with  visual,  motor  or 
intellectual  disabilities  may  have  diffi- 
culty planting  a  garden.  This  task  can  be 
made  easier  by  the  use  of  seed  tapes 
which  eliminate  the 
need  to  count  out  seeds 
and  measure  the  dis- 
tance between  them. 

Raised  beds  and 
containers  are  adapta- 
tions that  may  be  use- 
ful for  wheelchair  users 
and  others  who  can't  « 
easily  stoop.  These  con- 
tainers  bring  the  gar 

dening  surface  up  to     7%is  potting  bench  is  meant  to  he 
the  level  of  a  standard        firm  a  seated  posUion  and 
table.  Raised  beds  and 


meets  ADA  standards  for  wheel 
,  .              .         chair  accessibility.  (Smith  & 
contamers  come  m  var-  Hawken,  Mill  Wiley,  CA ) 
ious  sizes  and  materi-  


als  and  are  available  for  indoor  or 
outdoor  use.  A  helpful,  free  publica- 
tion— Gardening  in  Raised  Beds  and 
Containers  for  the  Elderly  and  Physi- 
cally Handicapped — is  available  from 
the  People-Plant  Council,  Office  of  Con- 
sumer Horticulture,  Virginia  Tech  Uni- 
versitj^,  Blacksburg,  VA  24061-0327. 

Equipment 

Many  types  of  gardening  equipment  have 
been  adapted;  other,  commercially-avail- 
able products  also  have  useful  features. 

Specialty  handle  tools  solve  a  num- 
ber of  problems.  Extended  handle 
lengths  make  gardening  easier  for  chil- 
dren who  have  difficulties  bending  or 
kneeling,  or  who  work  a  ground-level 
garden  from  a  wheelchair  Individuals 
with  limited  manual  dexterity  and  grip 
may  use  these  tools  by  strapping  the 
handle  to  their  forearm.  Normal  or 
e.rtra  short  handle  lengths  are  benefi- 
cial for  gardeners  working  a  raised-bed 
garden  from  a  wheelchair.  Enlarged- 
grip  handles  assist  individuals  with 
limited  manual  dexterity  and  grip 
strength.  Lightweight-handle  tools  may 
be  easier  to  carry  and  use  than  tradi- 
tional metal-handle  tools.  And  rubber- 


grip  handles  are  often  easier  for  any 
child  to  grasp. 

Gardening  stools  and  knee  pads  are 
designed  to  alleviate  pain  or  discomfort 
associated  with  bending,  stooping, 
kneeling  and  getting  up  from  the 
ground.  Additionally,  some  stools  have 
built-up  frames  which 
can  help  a  child  get  into 
and  out  of  a  kneeling 
position. 

Many  commercially- 
available  products  also 
have  helpful  features — 
hose  nozzles  now  come 
with  a  "lock-on"  feature; 
ride-on  lawnmowers  have 
hand  controls;  many 
pruning  and  trimming 
tools  are  now  motorized 
and  made  of  lighter- 
weight  materials.  Check 
local  hardware  or  garden 
stores. 

Handle  padding  can  always  be 
added  to  help  the  youngest  gardeners 
grasp  tools.  Sets  of  commercially-made, 
plastic  toy  tools  may  be  appropriate  for 
the  small  hands  of  beginning  horticul- 
turists. However,  a  set  of  "real"  tools  for 
children  is  offered  by  Smith  &  Hawken, 
25  Corte  Medera  Ave,  Mill  Valley,  CA 
94941,  (415)  383-2000. 

Resources 

•  The  American  Horticultural  Therapy 
Association  (AHTA)  promotes  the  use  of 
horticulture  as  a  therapeutic,  rehabilita- 
tive activity.  It  operates  a  national 
employment  project  for  persons  with 
disabilities,  sponsors  continuing  educa- 
tion programs  and  publishes  reports  and 
periodicals.  American  Horticultural 
Therapy  Association,  362A  Christopher 
Ave.,  Gaithersburg,  MD  20879,  (301) 
948-3010. 

•  ABLEDATA,  an  assistive  technology 
and  adaptive  communications  database, 
can  provide  a  list  of  adapted  garden  tool 
manufacturers  and  products.  ABLE- 
DATA,  8455  Colesville  Rd.,  Suite  935, 
Silver  Spring,  MD  20910-3319, 

(800)  227-0216  (V/TDD). 


at  a  time,  and  rough  up  the  ground 
a  little  to  keep  it  from  becoming 
too  compacted  by  rain.  Be  sure  to 
cover  all  the  areas  with  mulch 
again. 

After  our  garden  had  been  put 
in.  I  tilled  the  ground  between  the 
rows  a  few  times.  Soon,  both  plants 
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e  ^ardening  turned  out 
to  be  an  activity  we 
V  ^  could  enjoy  together 
—frmn  initial  planning 
stages  to  end  product. 

and  weeds  were  sprouting.  When 
the  plants  were  large  enough,  I 
showed  Peter  what  pumpkin  and 
gourd  plants  felt  like  at  the  stem — 
fuzzy  and  somewhat  prickly.  Now 
he  could  easily  differentiate  them 
from  the  weeds.  We  waited  until 
the  com  plants  were  fairly  thick  at 
the  base;  then,  Peter  also  was  able 
to  distinguish  them  from  the  weeds 
he  pulled  out  frxjm  around  their 
thick  stalks. 

Crops  for  Kids 

Not  every  variety  of  plant  is  a  good 
choice  for  a  child  with  a  visual 
impairment  or  other  disability,  but 
there  are  plenty  of  good  ones  from 
which  to  choose.  Besides  the 
plants  I  chose  for  Peter's  first  gar- 
den, other  good  crops  include  the 
bush  varieties  of  string  beans,  pota- 
toes, peppers,  tomatoes,  beets  and 
various  herbs  and  flowers. 

Bushy  string  beans  have  imi- 
formly  large  beans  that  ripen  at  the 
same  time.  These  are  easy  for  a 
child  to  harvest  and  less  prone  to 
insect  infestation — and  who  wants 
to  touch  bugs  while  picking  beans? 

Pepper  plants  are  not  too  diffi- 
cult for  children  to  plant  and  will 
live  even  if  they  are  not  planted  in 
the  most  delicate  fashion.  Toma- 
toes, too,  if  planted  deeply  enough, 
will  survive  a  child's  sometimes 
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imperfect  handling.  Both  peppers 
and  tomatoes  can  be  staked  to 
allow  children  with  visual  and  mus- 
cular impairments  to  locate  the 
plants,  weed  around  them  and  pick 
their  fruits.  Again,  mulching  these 
plants  will  reduce  the  need  for 
weeding. 

Seed  potatoes  are  another  good 
crop  for  children.  Potatoes  can  be 
planted  at  ground  level  and  cov- 
ered in  heavy  soil  or  planted  three 
inches  deep  in  loam.  If  the  plants 
are  mulched  with  leaves,  they  will 
need  little  weeding.  Peter  and  I 
planted  seed  potatoes  in  his  sec- 
ond garden;  in  the  fall,  we  dug 
them  up.  I  taught  him  to  follow  the 


Peter  (right)  and  brother  Benjamin 
plant  seed  potatoes. 

stem  with  his  hands  to  search  for 
spuds.  Most  spuds  will  be  found 
on  the  roots  very  close  to  the 
stem. 

Beets  are  another  root  crop  to 
raise  and  weed — they  are  hardy 
biennials  that  are  a  good  choice 
for  longer-term  gardens.  They  can 
be  mulched  after  the  plants  are 
three  inches  tall. 

Children  eryoy  growing  mint 
plants.  Mints  have  square  stems 
which  make  them  easy  to  distin- 
guish from  weeds.  They  do  best 
when  lightly  mulched  and  planted 
in  moist  places.  Mints  come  in 
many  different  varieties  with 
smells  from  chocolate  to  apple  to 
lemon — an  exciting  crop  for  a 


child  with  a  visual  impairment. 
Older  children  may  wish  to  grow 
other  herbs  such  as  dill  or  fennel; 
enterprising  youngsters  can  even 
fmd  a  market  for  them. 

Easily-grown  flowers  include 
marigolds  and  sunflowers. 
Marigolds  grow  quickly  and  are 
extremely  hardy  For  a  child  with  a 
visual  impairment,  they  have  an 
odor  that  makes  them  easily  distin- 
guishable from  weeds.  If  mulched, 
sunflowers  of  the  Sunspot  variety 
grow  quickly  to  a  height  of  two  feet 


and  produce  large  10-inch  flowers. 
Their  seeds  will  attract  goldfinches 
in  the  late  summer. 

Marketing 

Many  garden  products  can  be  eas- 
ily marketed.  Gourds,  nuniatme 
pumpkins  and  miniature  Indian 
com  find  ready  buyers  at  flea  mar- 
kets, garage  sales  or  craft  fairs  in 
late  August  through  October.  All  of 
my  children,  including  Peter,  have 
had  experience  selling  these  and 
other  crops. 


Super  Light,  Super  Strong, 
Super  Safe,  Super  Simple. ..the 
Columbia  Car  Seat  has  been  the 

#1  choice  since  1986  Thousands  of  Columbia  Car 

Seats  are  now  in  use,  and  we  have  received  some  amazing  crash  stories.  One 
grateful  father  in  Louisiana  sent  a  picture  of  his  badly  crumpled  van  and  said, 
"My  4-year-old  son  escaped  without  a  scratch,  did  not  even  break  his  glasses." 
One  mother  in  Colorado  wrote,  "Thank  you  for  making  such  a  wonderful  car 
seat!  I  really  like  how  comfortable  [my  son]  is  in  it.  On  Dec.  5, 1991,  we  were 
hit  extremely  hard  on  the  passenger  side.  My  6-year-old  son,  a  healthy  65 
pounds,  was  not  hurt  at  all  because  your  car  seat  held  him  so  securely." 

Our  years  of  real  luorld 
experience  give  you 
peace  of  mind 
knowing  your  child  is 
comfortable  and 
secure  in  our  seat! 

PLUS  it's  light- 
weight, easy  to  use, 
good-looking  and 
easy  to  care  for! 
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Ask  for  our  FREE 
Full  Color  Catalog 
of  convenient, 
helpftti  products 


The  Columbia  Car  Seat  is  your  best  value! 

•  The  LIGHTEST  special  car  seat-easy  to  handle! 

•  Fits  easi'"  '..ito  ALL  vehicles,  no  matter  how  compact! 

•  EXCEEDS  all  Federal  safety  standards! 

•  Approved  for  car,  school  bus  and  even  airplane  travel! 

•  Fits  your  choice  of  4  stroller  bases! 


,„-,„^.,,         (809)  454-6612 
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High  density  fibers  1^ 
wide  (Juid  from 
surface  (juidc/y.  ^  " 

"Ce/ls"trop  Ikfukt^^ 
in  the  center. 


Reinforang  fibers 
prevent  pooling, 
'■  maximize  comfort 

Center  resen/oir 
liokk  fluid  from 
surface. 


Fibers  bundled  in  coils  to  transmit  fluid  to  center 
and  spread  H  throughout  the  garment. 


The  chart  above  shows  how 
Hypersorb™  works.  The  photo 
shows  how  good  it  looks  doing 
It  A  new  level  of  efficiency,  a 
new  level  of  fashion. 

Reusable  and  guaranteed 
for  one  year  (details  available), 
in  girls,  women,  boys  and  mens 
models,  it's  what's  next  For 
orders  or  a  catalog,  just  call. 


Gri's  Model 
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EXCEPTIONAL  PARENTS 
TALK  ABOUT  M.O.V.E. 

"Sitting  and  lying  have  turned  to  standing  and 
walking — and  now  even  speaking.  All  skills  I 
was  told  Lauren  would  never  have.  Because  of 
the  M.O.V.E.  program,  Lauren  can  communicate 
with  others  in  ways  I  thought 
were  not  possible." 
Barbara  Rueben,  parent 
Canoga  Park,  California 

"It's  changed  our  lives.  For  the 
first  time  in  four  years,  I  have 
had  to  baby-proof  my  house. 
I  am  thrilled!" 
Kim  l^eonetti  parent 
Los  Angeles,  California 


The  M.O.V.E.  curriculum  teaches  tJie  basic 
motor  skills  of  sitting,  standing,  and  walking. 
For  more  information,  contact: 


Rlfton  For  People  With  DisabiliUes 
PO  Box  901  •  Rlfton,  NY  12471 
800-374-3866/ext  102 
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Peter  uses  a  stick  to  measure  the  correct  distance  between 
seedings. 

Indian  com  should  be  sold  with  the  husks  on — 
peeled  back  and  dried  one  week  prior  to  sale.  Pump- 
kins should  be  picked  when  the  stem  is  starting  to  dry 
and  the  surface 
is  not  easily 
scratched  by  a 
fingernail. 
Gourds  are  eas- 
ier to  sell  when 
they  are  dried — 
this  means  wait- 
ing until  the  next 
season — and 

scmbbed  to  a  natural  color  or  painted.  The  American 
Gourd  Society  (Box  274,  Mount  Gilead,  OH  43338, 
419/362-6446)  has  free  information  packets  on  various 
types  of  gourds;  they  also  sell  gourd  seeds. 

Benefits  of  Gardening 

1  am  glad  1  rethought  my  initial  reluctance  to  include 
Peter  in  gardening  activities.  His  gardening  experiences 
have  led  to  an  increased  eiyoyment  of  the  outdoors  and 
greater  knowledge  of  plants  and  plant  growth.  More 
than  that,  however,  gardening  turned  out  to  be  an  activ- 
ity we  could  eruoy  together — from  initial  planning 
stages  to  end  product. 


Roger  Bossley  is  a  retired  agri- 
culture  teacher,  fivelance  ivriter 
and  speaker  who  lives  in  NoHh- 
eastern  Ohio.  He  and  his  wife, 
Susan,  have  six  chiidren, 
including  three  adopted  childi-en 
with  special  needs.  Tlie  family 
recently  returned  from  living  in 
tlw  Ukraine  for  five  months 
lolieiv  they  helped  Crim.ean 
Tatars  reestablish  agricrutture-based  villages  aftei-  the 
fall  of  communisin. 


To 
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□  Camerer,  M.  C.  Gore-A  PARENT'S  GUIDE  TO 
COPING  WITH  ADOLESCENT  FRIENDSHIPS:  The 
Three  Musketeer  Phenomenon.  '94,  186  pp.  (7  x 
10),  1  il. 

□  Love,  Harold  D.  &  Freddie  W.  Litton -TEACHING 
READING  TO  DISABLED  AND  HANDICAPPED 
LEARNERS.  '94,  280  pp.  (7  x  10),  8  il.,  23  tables. 

□  Giordano,  Gerald -DIAGNOSTIC  AND  REMEDIAL 
MATHEMATICS  IN  SPECIAL  EDUCATION.  '93,  320 
pp.  (7  X  10),  85  il.,  26  tables,  $58.75. 

□  Brigance,  Albert  H.  &  Charles  H.  Hargis-EDUCA- 
TIONAL  ASSESSMENT:  Insuring  That  All  Students 
Succeed  in  School.  '93,  182  pp.  (7  x  10),  4  il., 
$38.75. 

□  lones,  Carroll  ).-CASE  STUDIES  OF  SEVERELY/ 
MULTIHANDICAPPED  STUDENTS.  '93,  174  pp. 
(7  X  10),  $36.75. 

□  Plumridge,  Diane  M.,  Robin  Bennett,  Nuhad  Dinno 
&  Cynthia  Branson-THE  STUDENT  WITH  A  GE- 
NETIC  DISORDER:  Educational  Implications  for 
Special  Education  Teachers  and  for  Physical  Thera- 
pists, Occupational  Therapists,  and  Speech  Path- 
ologists. '93,  382  pp.  (7  X  10),  32  il.,  8  tables, 
$73.75. 

□  lones,  Carroll  ).-CASE  STUDIES  OF  MILDLY 
HANDICAPPED  STUDENTS:  Learning  Disabled, 
Mildly  Mentally  Retarded,  and  Behavior  Disordered. 
'92,  236  pp.  (7  X  10),  $47.75. 

□  Anderson,  Frances  E.-ART  FOR  ALL  THE  CHIL- 
DREN: Approaches  to  Art  Therapy  for  Children 
with  Disabilities,  2nd  Ed.  '92,  398  pp.  {bV*  x  9V*), 
11311.,  19  tables,  $59.75. 

□  lones,  Carroll  J. -SOCIAL  AND  EMOTIONAL 
DEVELOPMENT  OF  EXCEPTIONAL  STUDENTS: 
Handicapped  and  Gifted.  '92,  218  pp.  (7  x  10), 
$37.75. 

□  Chandler,  Louis  A.  &  Virginia  ).  Johnson-USING 
PROJECTIVE  TECHNIQUES  WITH  CHILDREN:  A 
Guide  to  Clinical  Assessment.  '91.  140  pp.  (7  x 
10),  13  il.,  1  table,  $30.75. 

□  Cipani,  Ennio-A  GUIDE  TO  DEVELOPING 
UNGUAGE  COMPETENCE  IN  PRESCHOOL  CHIL- 
DREN WITH  SEVERE  AND  MODERATE  HANDI- 
CAPS. '91,  268  pp.  (7  X  10),  6  il ,  22  tables, 
$52.75. 

□  Harley,  Randall  K.,  Mila  B.  Truan  &  LaRhea  D. 
Sanford-COMMUNICATION  SKILLS  FOR  VISU- 
ALLY IMPAIRED  LEARNERS.  '88,  356  pp.  (bV*  x 
9J/4),  41  il.,  $53.00. 

□  Blanco,  Ralph  F.  &  David  F.  Bogacki- PRESCRIP- 
TIONS FOR  CHILDREN  WITH  LEARNING  AND 
ADJUSTMENT  PROBLEMS:  A  Consultant's  Desk 
Reference.  (3rd  Ed.)  '88,  264  pp.  (7  x  10),  $33.00. 

□  Dudley,  James  R.- LIVING  WITH  STIGMA:  The 
Plight  of  the  People  Who  We  Label  Mentally 
ReUrded.  '83, 146  pp.,  4  tables,  $22.00. 


□  Holley,  Shelby- A  PRACTICAL  PARENT'S  HAND- 
BOOK ON  TEACHING  CHILDREN  WITH  LEARN- 
ING DISABILITIES.  '94,  276  pp.,  13  il.,  1  table. 

□  Anderson,  Frances  E. -ART-CENTERED  EDUCA- 
TION AND  THERAPY  FOR  CHILDRtN  WITH  DIS- 
ABILITIES. '94,  314  pp.  (63/4  X  9V4),  100  il.,  14 
tables. 

□  lones,  Carroll  l  -CASE  STUDIES  OF  EXCEPTIONAL 
STUDENTS:  Handicapped  and  Gifted.  '93,  272  pp. 
(7  X  10),  $51.75. 

□  Kass,  Corrine'E  &  Clebcrne  D.  Maddux -A  HUMAN 
DEVELOPMENT  VIEW  OF  LEARNING  DISABILI- 
TIES: From  Theory  to  Practice.  '93,  222  pp.  (7  x 
10),  3  il.,  $45.75. 

□  V^ughan,  C.  Edwin-THE  ^RUGGLE  OF  BLIND 
PEOPLE  FOR  SELF-DETERMINATION:  The  Depen- 
dency-Rehabilitation Conflict;  Empowerment  in  the 
Blindness  Community.  '93,  256  pp.  (7  x  10),  3  il., 
$41.00. 

□  Durdn,  Elva-VOCATIONAL  TRAINING  AND  EM- 
PLOYMENT OF  THE  MODERATEiy  AND  SEVEREIY 
HANDICAPPED  AND  AUTISTIC  ADOLESCENT 
WITH  PARTICUUR  EMPHASIS  TO  BILINGUAL 
SPECIAL  EDUCATION.  '92, 182  pp.  (7  x  10),  21  il., 
$37.75. 

□  Jones,  Carroll  J. -ENHANCING  SELF-CONCEPTS 
AND  ACHIEVEMENT  OF  MILDLY  HANDICAPPED 
STUDENTS:  Learning  Disabled,  Mildly  Mentally 
Retarded,  and  Behavior  Disordered.  '92,  294  pp. 
(7  X  10),  7  tables,  $50.50. 

□  Lombana,  Judy  H.-GUIDANCE  FOR  STUDENTS 
WITH  DISABILITIES,  2nd  Ed.  '92, 198  pp.  (7  x  10), 
1  table,  $45.75. 

□  Trief,  EIlen-WORKING  WITH  VISUALLY  IMPAIRED 
YOUNG  STUDENTS:  A  Curriculum  Guide  for 
Birth-3  Year  Olds.  '92,  230  pp.  (7  x  10),  3  il., 
$41.75. 

□  Fadely,  Jack  L.  &  Virginia  N.  Hosier- ATTENTIONAL 
DEFICIT  DISORDER  IN  CHILDREN  AND  ADOLES- 
CENTS. '92,  292  pp.  (7  X  10),  $49.75. 

□  Hughes,  Barry  K.- PARENTING  A  CHILD  WITH 
TRAUMATIC  BRAIN  INJURY.  '90,  111  pp.  (7  x  10), 
3  il.,  $28.50. 

□  Durdn,  EIva-TCACHING  THE  MODERATEIY  AND 
SEVERELY  HANDICAPPED  STUDENT  AND  AUTISTIC 
ADOLESCENT:  With  Particular  Attention  to  Bilin- 
gual Special  Education.  '88,  250  pp.  (7  x  10),  5  il., 
3  tables,  $45.50. 

□  Maloff,  Chalda  &  Susan  Macduff  Wood- BUSINESS 
AND  SOCIAL  ETIQUETTE  WITH  DISABLED  PEO- 
PLE: A  Guide  to  Getting  Along  With  Persons  Who 
Have  Impairments  of  Mobility,  Vision,  Hearing,  or 
Speech.  '88, 162  pp.  (7  x  10),  $37.00. 

□  Tuttle,  Dean  W.- SELF-ESTEEM  AND  ADJUSTING 
WITH  BLINDNESS:  The  Process  of  Responding  to 
Lifrt  Demands.  '84,  336  pp.,  13  il.,  $44.00. 
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Stefano  Cai^el — 
Becoming  A  Contender 

All  you  need  are  practice  and  determination. 


Stefam  Cargnel  is  a  16-year-old  high  school  sopho- 
more wfio  lives  in  Carlstadt,  New  Jersey.  Stef,  who 
has  spina  bifida,  is  a  ivheelchair  athlete  who  is 
nationally  mnked  in  track  and  field.  He  is  also  an 
avid  basketball  player.  We  asked  him  to  write  an 
article  for  Exceptional  Parent  about  his  involvement 
in  athletics. 

I am  very  active  in  sports — wheelchair  sports,  that  is. 
But  I  wasn't  always  so  athletic;  I  used  to  hang 
around  the  house  after  school  with  nothing  to  do.  At 
the  time,  I  didn't  feel  I  had  any  choice.  "What  can  a 
handicapped  kid  do  with  his  time  other  than  school, 
television  and  homework?"  I  would  ask  myself.  I  had 
always  wanted  to  play  sports,  but  where?  With  whom? 
It  was  obvious  that  I  couldn't  participate  in  "normal" 
sports  like  football  or  little  League.  The  more  I 


thought  about  what  I  was  missing,  the  worse  I  felt  and 
the  madder  I  got. 

Of  course,  peer  pressure  didn't  exactly  help.  My 
classmates  constantly  reminded  me  of  what  I  could  not 
do;  this  only  added  to  my  problems.  It  seemed  that  I 
was  always  getting  into  trouble  for  fighting.  If  someone 
challenged  me,  I  accepted.  Fighting  was  a  way  to  blow 
off  steam.  It  really  began  to  get  out  of  hand,  however, 
and  I  spent  a  lot  of  time  in  the  principal's  office.  I 
wasn't  a  bad  kid;  I  just  couldn't  handle  the  frustration 
anymore.  Everyone  was  concerned — my  teachers,  my 
principal  and  especially  my  parents — but  no  one  knew 
what  to  do. 

My  mother's  answer  changed  my  life... 

Then,  one  winter  day  in  1989,  my  mother  came  home 
from  a  spina  bifida  meeting  with  a  big  smile  on  her 
face.  I  asked  why  she  was  smil- 
ing, not  realizing  that  her  answer 
would  change  my  life  forever 
She  said  that  a  man  named 
Andy  Chasanoff,  who  coached  a 
wheelchair  track  and  field  team 
at  the  Children's  Specialized  Hos- 
pital in  Mountainside,  New  Jer- 
sey, had  come  to  the  meeting  to 
give  a  presentation  about  the 
program.  The  word  "wheelchair" 
made  me  cringe;  I  had  never  used 
a  wheelchair  in  my  life!  StUl,  I 
thought,  "why  not?"— at  the  rate  I 
was  going,  it  was  worth  a  try. 

I  will  never  forget  the  first 
practice  I  attended.  I  was  scared 
to  death  and  didn't  have  a  clue 
about  what  to  say  or  do.  When 
people  asked  me  questions,  I  just 
nodded  or  gave  a  one-word 
answer  Andy  introduced  himself 
and  tried  to  explain  the  program. 
I  just  sat  there  like  a  dead  weight 
and  listened. 
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Then,  Andy  asked  me  if  I 
wanted  to  try  out  a  wheelchair  he  had.  After  ponder- 
ing for  a  minute,  I  agreed.  He  went  into  a  room, 
unlocked  a  storage  closet  and  rolled  out  an  odd-look 
ing  black  and  yellow  wheelchair.  I  didn't  know  what 
to  do — sit  in  it  or  run!  I  must  admit  that  it  took  some 
coaching,  but  finally,  I  sat  down.  It  felt  strange  and 
uncomfortable;  I  sat  there  totally  still  and  silent 
Everyone  looked  at  me  as  if  waiting  for  a  response, 
and  I  began  to  hesitantly 
push  the  wheels  back  and 
forth  in  place. 

"Hey,  this  isn't  so  bad!" 

Slowly,  everything 
seemed  to  become  less 
scary.  By  that  point,  I  had 
made  up  my  mind  to 
come  back,  even  though 
I  didn't  know  what  would 
lie  ahead. 

Junior  Nationals 

My  first  year  was 
extremely  difficult  Being 
new  to  sports,  I  had  no 
idea  of  what  to  expect,  so 
I  just  took  things  as  they 
came.  I  wasn't  very  good, 
and  I  knew  it.  No  matter 
what  I  did,  I  got  blown  ^^^^^ 
off  the  track.  In  field,  I       races  agaiiist  the 
placed  well — only  clock  at  the  1991 

because  there  was  very     Children 's  Special- 
little  competition  in  my      '^^^  Hospital  Iiwi- 
,.  .  .  tatioml  Wlieelchair 

age  division.  Meet  in  Rozelle 

I  heard  all  the  other     park,  Neiv  Jerseys 
athletes  buzzing  about       a  nd  tosses  the  shot 
something  called  the        P"'  (aboi>e)  in  the 
Junior  National  Champi-    1993  competition. 
onships.  I  KPew  only  that 
this  was  the  meet  where  the  best  of  the  best 
showed  their  stuff.  The  coach  told  me  that  the 
Nationals  are  held  in  a  different  state  every  year  and 
participants  must  qualify  to  compete.  The  qualifying 
concept  intrigued  me.  It  brought  out  a  desire  to 
improve,  and  I  started  to  work  harder. 

In  my  first  season  on  the  team,  I  qualified  for  the 
Nationals.  I  was  in  a  daze.  For  the  first  time  in  a  long 
time,  I  was  proud  of  what  I  had  accomplished. 

I  knew  I  would  not  win  at  my  first  Nationals,  but  I 
didn't  care — I  just  wanted  to  do  my  best.  I  met  new 
people,  made  friends  and  learned  more  and  more 
eveiy  day.  For  the  first  time  in  my  life,  I  felt  accepted 
for  who  I  was. 


In  my  second  season,  I  qual- 
ified for  Nationals  again.  By  now  I  was  developing  a 
comfort  zone  for  competition  and  the  pressures  it 
brought.  I  was  becoming  a  true  athlete. 

Becoming  a  Contender 

By  my  third  year,  I  was  beginning  to  develop  physi- 
cally. Finally,  I  could  make  a  muscle  and  actually  see 
a  bulge  appear  on  my  arm.  At  fourteen,  I  had  grown 
into  a  leadership  role  because  I  had 
become  the  oldest  person  on  my  team. 
Now,  I  was  competing  on  a  higher  level. 
I  had  gone  ft-om  a  puny  kid  to  a  well- 
built  athlete  who  could  compete  seri- 
ously. I  wasn't  what  is  considered 
"elite,"  but  I  was  holding  my  own.  I  was 
beginning  to  get  noticed  by  other  ath- 
letes and  coaches — not  just  as  an  ath- 
lete, but  also  as  a  person.  For  the  first 
time,  I  felt  popular.  It  was  great!  My 
confidence  soared.  I  don't  think  it  was 
cockiness;  for  once,  I  just  believed  in 
myself. 

I  knew  that 
the  National 
Championships 
that  year  would 
be  a  whole  new 
ball  game.  I  could 
barely  sleep  the 
night  before  we 
left  for  Orlando, 
Florida  I  arrived 
at  the  airport  feel- 
ing like  a  million 
dollars.  Everyone 
was  buzzing  with 
excitement  The 
plane  touched 
down  an  hour  or 
so  later,  and  the 
minute  I  saw  the  palm  trees,  I  smiled — I  knew  that  this 
year  would  be  different  and  special. 

The  first  few  days  in  Orlando  were  devoted  to 
relaxation  and  pleasure.  We  visited  Disney  World, 
M.G.M.  Studios  and  Epcot  Center.  But  once  competi- 
tion began,  I  was  all  business.  I  had  made  a  mental 
game  plan  to  handle  each  race  and  tlirowing  event. 

With  my  newfound  seriousness,  I  fared  better 
than  ever  before.  I  finished  seventli  in  javelin  and 
placed  in  the  top  ten  in  shot-put  and  discus.  Although 
I  did  not  qualify  for  track  finals,  1  placed  within  the 
top  ten  in  all  my  divisional  races.  I  had  finally  broken 
through.  1  was  a  contender. 
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Rehab  Technology 
One  Stop  Shoppmg 

□  Augmentative  Communication 

□  Customized  Mobility  Equipment 

□  Seating  and  Positioning 

□  Funding  Reports  and  {ustiflcationc 

□  Adapted  Toys 

□  Ortliotics 

Children's  Specialized,  the  state's 
only  pediatric  rehabilitation  hospital, 
provides  inpatient  and  outpatient  treat- 
ment for  children  and  adolescents, 
newborns  to  2 1  years  old. 

Speak  with  the  Specialists  at  Children's 
Specialized. 

CHILDREN'sWsPEClALIZED 


CSH-OCEAN 

94  Stevens  Road 
Toms  Rivet.  Nl  08755 
(908I9U-II00 


HOSPITAL 

1 50  New  Ptovidetice  Road 
Moutitaitiside.  N|  07092 
19081  2»-}770 


CSH-Outpadcnt  Center 

TiO  South  Avenue 
Fanwood.  N| 07023 
(9081 233-3720 
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I  It  Takes  Two  I 
1  To  Talk  I 
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by  Ayiilii  fvUinolsoii, 
M.Sc,  CCC* 


Help  your  child  learn  to  talk  during 
everyday  routines  and  activities! 
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CAMES  ♦  MUSIC  ♦  BOOKS  ♦  ART 

A  beautifully  illustrated,  user-friendly  guidebook  for  parents  of 
children  with  language  delays.  Written  by  a  speech-language 
pathologist,  it  contains  practical  information  on  how  to  facilitate 
communication  and  language  learning  within  everyday  conversa- 
tions, routines  and  activities.  Used  by  speech-language  patholo- 
gists, parents  and  educators  around  the  world!  151  pages.  1992 
edition.  $32  (includes  shipping  and  handling). 


Xho  jTo  order,  or  for  a  free  catalogue,  call: 

Hancn  1-800-828-1376  -  Imaginart,  Dept  EPM. 
Program,,         307  Arizona  St.  Bisbce,  AZ  85603 
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The  Tuining  Point 


When  Stefano  was  eight  or  nine  years  old,  he  went 
through  a  very  difficult  period  He  had  a  lot  of 
energy  and  nowhere  to  vent  it  He  dreamed  of  plsQing 
football  and  basketball,  but  he  was  very  limited  in 
what  he  could  do  using  his  leg  braces.  His  father  and  I 
had  focused  on  his  learning  to  walk  and  being  main- 
streamed  into  public  schools.  Stefano  was  very  frus- 
trated and  angiy. 

Wheelchair  sports  was  the  turning  point  in  our 
lives.  Once  Stef  got  started,  there  was  no  stopping 
him.  Racing  provided  him  with  Sreedom  and  speed, 
taught  him  about  being  part  of  a  team  and  returned 
the  motivation  he  had  lost 

Over  the  next  few  years,  Stef  became  self-confi- 
dent, gained  a  healthy  sense  of  competition  and  was 
given  the  opportunity  to  travel  to  national  con5)eti- 
tions.  He  also  became  involved 
with  a  group  of  adults  who 
played  wheelchair  basketball  for 
Kessler  Institute — there  are  no 
jimior  teams  in  New  Jersey. 
While  he's  had  some  great  role 
models  in  both  sports,  I  have  to 
give  him  a  lot  of  credit  for  his 
perseverance  with  basketball.  He 
continued  to  practice  every 
week— as  the  "baby"  among 
much  older,  experienced  men — 
literally,  getting  "creamed"  at 
times.  It  definitely  was  a  school 
of  hard  knocks. 

Stef  has  won  many  medals 
and  awards,  but  none  made  me 
prouder  than  the  huge  trophy  he 
won  in  1992.  It  was  the  Ttt-State  area  "Coaches'  Award" 
^ven  to  the  competitor  who  had  demonstrated  the 
most  improvement,  growth  and  development  in  racing 
and  team  spirit  during  the  previous  year. 

Wheelchair  sports  has  been  the  best  thing  to  hap- 
pen in  Stef  s  life.  I  hope  that  his  story  will  encourage 
you  and  your  children,  ms^be  even  recruit  some 
wheelchair  athletes  of  the  future.  No,  not  every  kid 
who  uses  a  chair  will  be  able  to  become — or  even 
want  to  become — an  athlete,  but  there  is  something 
out  there  for  him  or  her  to  excel  hi  and  be  j^roud  of, 
something  that  will  build  self  esteem  and  character. 

Stef  is  now  the  oldest  member  of  the  "lightning 
Wheeb"  track  and  field  team.  His  young  teammates 
look  up  to  him  for  guidance  and  friendship.  He  truly 
has  become  a  role  model  for  them,  as  weU  as  many 
others.  —Lisa  Cargnel 


Hiree-yeapold  St^ano 
(center)  served  as 
March  ctf  Dimes 
Poster  CkMfor 
Bergen/Passaic 
Counties,  New  Jersey. 
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Discussing  strategy:  Stefano  confers  with  coach  Andy 
Chusanoffat  a  recent  practice. 


It  has  been  two  years  and  two  more  Nationals  since 
Orlando.  I  am  now  highly  ranked  nationally  in  both 
track  and  field. 

Wheelchair  Basketball 

The  same  year  I  began  track  and  field,  I  started  playing 
wheelchair  basketball.  I  asked  my  grammar  school 
advisor  if  there  were  any  teams  in  the  area;  she  said 
she  would  look  into  it.  About  a  week  later,  she  told  me 
about  a  recreational  team  that  was  funded  by  the 
Kessler  Institute.  I  figured  I  would  give  it  a  try. 

The  following  Monday,  I  went  to  my  first  practice. 
Boy,  was  it  tough!  I  was  this  little  kid  who  could  barely 
reach  the  rim  from  the  foul  line,  and  here  I  was  playing 
with  a  bunch  of  men  who,  it  seemed,  could  hit  shots 
from  anywhere!  It  was  a  real  learning  experience. 

Now,  five  years  later,  I  blend  right  in  with  those 
guys  I  used  to  think  were  the  wheelchair  equivalents  of 
Michael  Jordan.  Looking  back,  I  think  the  challenge  of 
playing  with  adults  as  a  kid  made  me  a  better  player. 

Practice  and  Determination 

Beyond  the  physical  advantages  sports  have  given  me, 
they  also  have  equipped  me  with  a  better  outlook  on 
life  and  given  me  confidence  to  achieve  whatever  I 
strive  for.  Before  sports,  I  could  barely  hold  a  football, 
never  mind  throw  it,  and  I  would  never  have  had  the 
nerve  to  ask  a  girl  out  on  a  date.  Now,  these  things  are 
just  basic  parts  of  my  new  life. 

Getting  involved  in  sports,  on  any  level,  can  be  an 
essential  stepping  stone  in  life.  My  involvement  in 
sports  has  changed  me  for  the  better  I  feel  that  every- 
one—both able-bodied  and  disabled— should  make 
sports  a  part  of  their  lives.  All  you  need  are  practice 
and  determination.  These  two  qualities  alone  can  make 
or  break  an  athlete.  With  this  in  mind,  I  suggest  that  all 
those  interested  in  wheelchau-  sports  give  it  a  try. 


5 


Models  Available  Now 

BIGFOOT 


provides  freedom  and  mdepeit- 
dence.  Fully  equipped  with 
electronic  controU,  these  ptay 
vehictes  provide  an  enjoyable 
way  for  a  young  child 
with  a  dUability  to 
learn  Important 
devetopimentat 


Al  five  modeb  offer  a  variety  o( 

etocnonic  control  systems  each  c~„.vi™«, 
designedtomeettheparticularneedsoftheyoungdfiver.  Formajdnwm 

an  optional  remote  control  ovenide  swil*e«^^ 

other  adultosupenrtse  vehicle  operation.  Special  s«ttng  and  other 

Sife^equipm««jr«valable.  Cars  operate  on  two  lechaiBeaWe  6  vot 

batteriae.  Cal  us  for  additional  infonnaten  and  orders. 

1  -800-950-51 85 

Inriovative  Products.  830  S.  48th,  Grand  Forte.  ND  58201 
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STROLL  INTO 
A  NEW  WORLD 


Not  only  can  you  take  your  child  to 
places  you  both  would  like  to  go,  our 
SPECIAL  NEEDS  STROLLER  PACK 

will  give  your  child  a  whole  new  outlook. 


SmOLiSR 

A  Way  of  Life 


(  ill  l<ir  InliMiii.ilinn 

1  800  487  9652 
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When  behavioral 
problems  obsfaxict 
medical  heatment, 
call  Cumberland  at 
1-800-368-3472. 


At  Cumberland  Hospital,  we  care  for  the  diffi- 
cult-to-treat — children  and  adolescents  whose 
medical  treatment  is  being  hindered  by  behav- 
ioral problems.  And,  we've  developed  special- 
ized programs  to  treat  the  psychological  as  well 
as  the  medical  symptoms  created  by  injuries  or 
illnesses  such  as  head  injury,  seizure  disorders, 
diabetes,  anorexia/bulimia,  colitis  and  asthma. 
For  complete  information  about  Cumberland's 
extensive  treatment  programs  and  capabilities, 
call  toll-free  1-800-368-3472  .  Sometimes  your 
last  resort  can  be  the  best  solution. 
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Hie  Arts  and  Disability 


by  Sally  Dorothy  Bailey 


The  arts  can  greatly  enhance  every  aspect  of  our 
lives:  learning,  work,  play,  relationships  and  iden 
tity  formation,  hi  fact,  because  they  are  so  basic 
and  so  life-affinning,  the  arts  often  open  up  new 
avenues  for  stimulation,  communication  and  growth. 
If  this  is  true  for  people  who 
don't  have  disabilities,  it  is 
equally  so  for  people  who  do 
have  them. 

Disabilities — whether  phys- 
ical, cognitive  or  emotional — 
cause  a  great  deal  of  fi-ustration 
in  the  lives  of  those  who  have 
them . . .  The  arts  break  through 
barriers  and  limitations.  They 
offer  participants  many  possi- 
bilities and  options  for  success- 
ful expression  of  feelings  and 
ideas.  Difficulty  on  one  level  of 
perception  or  communication  does  not  negate  eiyoy- 
ment  or  peirticipation  on  another. . .  For  example, 
someone  who  has  difficulty  expressing  herself  in 
words  because  of  a  speech  disorder  or  learning  disabil- 
ity may  be  able  to  express  herself  through  pantomime 
or  dance.  A  student  who  can't  write  about  something 
that  happened  to  her  might  be  able  to  act  it  out  or  sing 
about  it... 

If  an  individual  can  experience  success,  be  valued 
for  her  ideas  and  have  her  feeUngs  validated,  her  self- 
confidence  and  self-esteem  begin  to  grow.  When 
attitudes  about  the  self  change,  obstacles 
become  surmountable. . . 

Making  friends  and  shar- 
ing experiences  creates  a 
sense  of  belonging  to  the 
community,  of  having  the 
right  to  exist  and  eryoy 
life  alongside  everyone 
else.  To  be  acknowl- 
edged for  artistic 


creations  leads  to  the  desire  to  contribute  more — to 
the  self,  family,  friends  and  community. . . 
Speciific  Skills  Which  Drama  Develops 
Each  art  form  helps  student  artists  develop  specific 
skills.  A  look  at  some  of  the  skills  that  drama  enhances 
will  show  how  participation  in 
theater  arts  might  benefit  a  per- 
son who  has  a  disability. 
Listening:  Directions  to  games 
must  be  listened  to  in  order  to 
play.  Stories  must  be  heard 
before  they  can  be  acted  out. 
While  acting  out  a  scene,  each 
actor  must  listen  to  the  other 
actors  in  order  to  know  when 
to  say  her  line  and  what  to 
say... 

Eye  Contact:  Many  children 
who  have  cognitive  disabili- 
ties or  low  self-esteem  have  difficulty  making  eye 
contact  with  others.  Eye  contact  is  part  of  listening 
and  receiving  information  from  others.  It  is  also  part 
of  sharing  information  with  others  about  what  you 
are  thinking  and  feeling.  Being  able  to  make  eye  con- 
tact with  another  person  enhances  trust  as  well  as 
communication. 

There  are  many  drama  games  that 
stress  eye  contact  and  therefore 
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develop  the  ability  to  use  it  on  stage  and  in  real  life. . . 
Awareness  of  the  Body  in  Space:  Some  people  need  a 
lot  of  "personal  space"  and  some  need  just  a  little.  If 
someone  breaks  the  boundaries  of  your  personal  space 
without  your  permission,  you  probably  will  feel  threat- 
ened. Sometimes  students  are  aware  of  their  own  per- 
sonal space,  but  not  of  the  fact  that  others  have  it  as  well. 

Awareness  of  personal  space  is  a  cultural  concept 
that  is  taught  non-verbally.  Children  normally  learn  it 
tlu'ough  observing  their  parents  as  they  interact  within 
the  family  and  in  the  world  at  large.  Children  who  have 
special  needs  sometimes  miss  out  on  a  lot  of 
information  that  is  taught  non-verbally  because  their 
attention  is  occupied  with  other  emotional,  physical  or 
information-processing  concerns.  This  lack  of  aware- 
ness of  body  and  personal  space  boundaries  can  lead 
to  personal  misunderstandings  and  fights. . . 

Shape-shifting  or  transformation  exercises  stress 
changing  your  physical  sell  into  other  animals  or 
objects,  both  large  and  small,  and  moving  in  different 
ways.  Slow  motion/fast  motion  exercises  can  create 
the  awareness  of  how  your  body  moves  through  space 
and  at  which  speeds  you  have  more  or  less  control. 

Once  a  student  understands  how  her  body  inhabits 
the  space  around  her,  she  can  begin  to  learn  how  her 
body  interacts  with  other  bodies  in  space.  Many  move- 
ment games  teach  spatial  relationships.  Others  teach 
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how  to  touch  appropriately  and  in  a  non-aggressive 
maimer. 

Physical  Expressiveness:  Guessing  games  and  trans- 
formation games  require  students  to  use  their  bodies  in 
different  ways  to  communicate  an  idea  to  others.  Pan- 
tomime necessitates  that  students  imitate  an  action  as 
clearly  as  possible.  Creating  a  character  different  from 
oneself  encourages  expressing  emotions  in  different 
ways  and  exploring  how  other  people  move  and 
express  themselves. 

Facial  Expressiveness:  For  humans,  the  face  carries 
more  emotional  information  than  any  other  part  In 
fact,  conununication  begins  with  the  face. . .  Working 
with  facial  expressiveness  in  drama  class  develops 
ease  and  appropriateness  of  expression  as  well  as  the 
ability  to  interpret  the  meaning  of  facial  expressions  in 
others. 

Verbal  Expressiveness:  The  most  obvious  way 
drama  can  enhance  verbal  expressiveness  is  by  train- 
ing students  to  speak  clearly  and  understandably. 
Through  improvisation,  students  can  learn  to  translate 
thoughts  and  emotions  into  words. . .  Expressing  how  a 
character  in  a  fictional  context  feels  can  provide  a  stu- 
dent with  enough  emotional  distance  to  be  able  to  sort 
through  her  own  feelings  and  choose  impropriate 
words. . . 

Focus  and  Concentration:  Focus  and  concentration 
are  crucial  for  an  actor  to  develop  in  order  to  create  an 
exciting  performance  on  stage. . .  Focusing  on  drama 
games  and  activities,  which  are  of  short  duration,  but 
which  create  intense,  eryoyable  feelings,  a  student 
begins  to  learn  how  to  focus  her  attention.  The  imme- 
diate positive  feedback  from  her  body,  her  emotions, 
the  teacher  and  her  fellow  students  reinforces  focused 
behavior  and  encourages  her  to  pay  attention  to  what 
is  going  on  in  the  classroom. 

Flexibility  and  Problem  Solving  Skills:  Many  child- 
ren with  special  needs,  in  trying  to  cope  with  physical, 
relational  or  educational  situations  that  seem  to  be  out 
of  their  control,  can  become  very  tight  and  rigid  in  the 
choices  they  are  willing  to  make.  They  stop  taking 
risks  and  limit  themselves  to  a  narrow  range  of  behav- 
ior that  may  or  may  not  be  impropriate  to  the  current 
moment. 

For  example,  a  child  who  has  difficulty  controlling 
her  body  movements  because  of  cerebral  palsy  could 
develop  an  inflexible  need  to  always  be  in  control  of 
every  interpersonal  interaction.  Things  have  to  go  her 
way  or  no  way  at  all.  If  she  can't  call  the  shots,  she 
might  whine,  complain,  protest,  have  a  temper  tantrum 
or  refuse  to  participate.  Obviously,  tliese  are  not  pro- 
ductive coping  strategies.  No  one  can  always  control 
other  people's  behavior  or  choices. . . 

In  drama  class,  students  have  the  opportunity  to 
try  out  different  roles  and  behaviors  in  a  safe  situation. 
Different  strategies  for  solving  a  problem  can  be  acted 
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out  and  the  pros  and  cons  of  each  evaluated  and  dis- 
cussed. Changing  points  of  view  on  a  situation  through 
role  reversal  often  helps  students  open  up  their  per- 
sonal perspective  on  a  specific  problem  or  on  their 
general  orientation  toward  themselves  and  others.  Just 
the  experience  of  standing  in  another's  shoes  for  a  lit- 
tle while  teaches  flexibility  and  opens  up  the  possibil- 
ity that  other  choices  do  exist  and  might  be 
considered. 

Social  Interaction:  Sometimes  children  who  have 
special  needs  have  poor  group  interaction  skills 
because  they  don't  have  enough  opportunities  to 
practice  them. . . 

A  wide  variety  of  group  experiences  are  available 
for  students  in  a  drama  classroom.  The  entire  class 
might  act  out  something  together  in  a  parallel  fash- 
ion, expressing  different  versions  of  the  same  idea 
side  by  side  without  interacting.  The  teacher  might 
lead  the  group  in  a  transformation  g£ime  where 
everyone  changes  from  elephants  to  monkeys  to 
thorn  bushes.  The  whole  group  might  play  an  interac- 
tive g£ime. . .  Individuals  can  take  turns  getting  up  in 
front  of  the  group  and  pantomiming  different  activi- 
ties or  singing  a  song.  Partners  can  work  together  on 
games  and  exercises.  Small  groups  can  invent  an 
improvisational  scene  or  play  a  game  in  which  they 


have  to  work  together  to  solve  a  problem.  In  each 
type  of  group  experience,  students  have  the  opportu- 
nity to  make  positive  contact  with  other  students,  to 
give  and  take  ideas,  to  resolve  conflicts  and  to  make 
friends. 

Self-Esteem:  Because  they  are  different  from  other 
children  in  their  neighborhood  or  school  and  because 
they  may  not  succeed  in  academic  and  social  set- 
tings— ^the  two  main  arenas  of  childhood — children 
with  disabilities  may  not  feel  good  about  themselves. 

Drama  is  a  self-esteem  builder  Through  dramatic 
experiences  in  class  and  in  performances,  children  can 
share  the  creative,  vulnerable,  and  absolutely  unique 
aspects  of  themselves  with  others.  They  can  explore 
who  they  are,  experience  success,  and  begin  to  feel 
proud  of  themselves. 


Sally  Dorothy  Bailey,  R.D.T.,  is  an  established  play- 
wright, director  and  drama  therapist  with  an  M.F.A. 
degree  from  Trinity  University.  She  is  director  of  the 
Special  Needs  Program  at  the  Bethesda  Academy  of 
Performing  Arts  in  Bethesda,  Maryland — a  program 
she  established  in  1988.  Her  work  at  BAPA  includes 
teaching  special  needs  classes  and  directing  three 
barrier-free  performing  companies  far  individuals 
ivith  and  without  disabilities. 


LIFE 

CAN 
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BBHUNQ 


CALL  l'800-882-8183  toll  free 


REGAL® 
nue-oK-ntm  wnmL,imDaixvnm 
Choose  die  ride  that'Sfit  fin  you.  il<f«t 
is  available  in  sevoi  models,  all  ergO' 
nomically  designed  to  give  your  ioitr- 
neyi  frMdom  of  choice  and  oooiroM. 


BACK-SAVERS 
MSAMBxraaoKWHSBUHAaun 
to  iise.Noljfting.PulIy  automatic. 
Raises  and  stoite  manual  wheeldiairs 
with  the  tum  of  a  I»y  activated  switch. 
Only  1  of  14  different  Bruno  Lifia. 


CVRBSWERs 
scoontAwmujcMUtuFr 

Unique  ISO-degreepoweriotalionlets 
you  pidc  up  next  to  or  behind  your 
vd[iicle.Ideal  for  use  in  vans  and  trucks 
with  lihgate  or  tailgate  i openiagi. 


ELECTRA-RtDE^ 

StAlKHAinVSyATMStSmt 

Low-cost,battery-powered  lUirway 
elevator  JSfeeds  no  special  wiring.  Op- 
erates even  if  there  is  a  power  outage. 
To  give  your  jcniroeys  peace  of  siind. 


OR  1-414-567-4990 
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FAX  1-414'567'4341 
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Hie  Sky  is  the  Limit 


by  Debbie  Meyer 

It  all  started  six  years  ago  with  an  ad  in  the  paper — 
"Wanted:  Drama  Teacher."  My  educational  theatre 
program  was  at  a  standstill  at  the  time,  and  1  was 
looking  for  something  to  do.  The  position,  however, 
turned  out  to  be  a  bit  more  than  1  had  anticipated.  The 
Baltimore  County  Department  of  Recreation  was  look- 
ing for  someone  to  teach  a  theatre  program  for  12 
young  adults  with  developmental  disabilities. 

Could  1  do  it?  Well,  1  had  a  degree  in  theatre  arts, 
and  1  also  had  a  degree  in  psychology.  This  might  be  a 
way  to  combine  both  interests.  Sure,  why  not? 

As  1  began  thinking  about  the  task,  1  became  more 
excited  about  the  challenge.  1  needed  to  create  a  way 
for  anyone,  regtjrdless  of  their  ability  or  disability,  to 
participate  in  and  develop  a  love  of  theatre.  Since 
musical  theatre  was  my  first  love,  1  wanted  to  find  a 
way  to  share  this  experience  with  my  students. 

Creating  a  musical  theatre  program  for  individuals 
with  multiple  disabilities  would  not  be  simple.  Some 
people  were  non-verbal  and  1  wondered  how  to  include 
them.  Then,  I  came  up  with  the  idea  of  having  actors 
and  actresses  sing  along  vWth  recorded  voices.  This 
allowed  everyone  to  participate. 

Choreography  development  was 
another  challenge — some  people 
were  not  too  steady  on  their 
feet;  others  used  wheelchairs. 
The  choreography  had  to  be 
exciting  enough  to  maintain 
audience  interest,  but  simple 
enough  to  avoid  frustration  on 
the  part  of  the  performers. 

As  we  continued  to 
rehearse,  previously  hidden  tal- 
ents were  uncovered.  We  all  worl.ed  hard  to  create 
costumes  and  scenery.  1  learned  to  be  flexible.  Every 
director  begins  a  project  with  a  certain  vision,  but 


William  Lundy  and  Anita 
Jacksits  perform  in  a  "Sky  is 
live  Limit" prodtiction. 
Wmiam  began  his  involve- 
ment with  theatre  as  a  stu- 
dent in  the  first  m%isical 
theatre  program.  He  is  now 
active  in  integrated  commu- 
nity theatre  productions. 


CREATIVE  ARTS  PROGRAM 


knows  that  the  show 
develops  according  to  the 
talents  of  the  cast 

Finally,  it  was  "open- 
ing night."  We  performed 
our  show  for  friends  and 
family.  It  was  a  huge 
extravaganza,  and  no 
one  was  left  untouched  by  the 
experience. 

Such  a  marvelous  experience  was  bound  to  grow. 
With  the  support  of  Baltimore  County  Department  of 
Recreation  and  Parks,  the  program  expanded  and  won 
numerous  honors  and  av/ards.  One  day,  my 
boss  asked  if  1  was  interested  in  start- 
ing an  integrated  theatre  program 
for  people  with  and  without 
disabilities.  Once  more  1  said, 
"Sure,  why  not!" 

That  was  the  beginning  of 
"The  Sky  is  the  Limit"  Conmiu- 
nity  Theatre.  Housed  in  a  700- 
seat  auditorium,  "The  Sky  is 
the  Limit"  now  performs  two 
large-production,  family  musi- 
cals every  year.  It  also  sponsors  five  20-week  musical 
theatre  programs,  a  tap  program,  a  six-week  integrated 
smruner  performing  arts  camp  for  children  and  per- 

 forming  arts  classes  for  children. 

People  with  disabilities  are 
encouraged  to  participate  in  all 
programs  and  performances. 

For  some,  conmiunity  theatre 
has  become  a  "family  affair." 
Catliy  Steffen  had  always  loved 
the  theatre,  but  when  her  tliird 
child,  Ifyan,  was  diagnosed  vnih 
developmental  disabilities  and 
autism,  she  thought  her  perform- 


Prom  left,  Tom  Sawyer  (Brookes 
Evans),  Becky  Thatcher  (Sarah  Col- 
lier) and  Huck  Finn  (Tammy  Ixnois) 
do  some  exploring  in  this  scene  from 
Uie  community  theatre  production  of 
"Tom  Sawyer. "  In  addition  to  her 
community  theatre  inmhiement, 
Sarah,  who  luis  Cfuircot-Marie-Toolh 
disease,  is  begimiing  her  second  year 
as  a  "goodwill  ambassador" for 
Marfjiand's  Muscular  Dystrophy 
Association. 
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Ryan  Stiffen  (left), 
William  Lundy  and 
Lisa  Dillon  petform- 
ing  in  the  community 
theatre  prodvctkm 
of  "Tim,  Sawyer" 


ing  days  were  over.  When  Cathy  saw  an  announcer  tent 
about  The  Sky  is  the  Limit"  in  her  local  paper,  she 
knew  it  was  the  answer  to  her 
prayers.  Not  only  does  she  per- 
form in  all  of  our  shows,  but  so 
do  her  children,  Sarah,  Jenny  and, 
of  course,  Ryan— he  played  Little 
Jack  Homer  in  our  production  of 
Babes  in  ToyUmd  last  year. 

Of  course,  none  of  our  pro- 
grams would  be  successful  with- 
out the  commitment  of  our 
wonderful  staff  and  volunteers. 
Parental  involvement  has  also 
been  crucial.  These  programs 
would  not  exist  without  the 
courage  and  support  of  many 
people. 

Anyone  with  a  love  of  the  arts  can  start  a  program 
like  ours.  We  keep  growing  and  growing— your  pro- 
gram can  too.  Give  it  a  try.  After  all,  the  sky  is  the  limit! 

Debbie  Meyer  is  Director  of  TTierapeutic  Creative  Arts 
for  the  Baltimore  County  Department  of  Recreation 
and  Parks.  She  lives  in  Baltimore,  Maryland  with  1^- 
husband,  Frank,  and  their  four-year-old  son.  Hank. 


TALKING  SOFTWARE  FOR  SPECIAL  NEEDS 


Free  iookf 

Laureate's  book,  Sequential  Software  for  Language 
Intervention,  describes  seven  stages  of  language 
development  from  birth  to  adulthood.  Learn  how 
our  talking  software  can  improve  your 
child's  communication  skills. 

Call  for  a 
FREE  BOOK 
and  our  new 
1994  catalog. 
1-800-562-6801 


Laureate 

;  10  Knsl  SprinK  Street 
Winooski,  VT  05404 

i-H02-ri';r).47r>.'; 
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Don't  take  our  word  for  it. 
Ask  Mom .... 

'Justin  enjoys  being  able  to  see  everything  around 
him.  His  headrest  has  helped  with  his  schoolwork 
since  he  doesn't  constantly  struggle  to  keep  his 
head  upl"         Smdy  KMthlar,  Juctin's  mom 


^Srb.F  T    HEA'D  SUPPORT _ 
#       ■  ■ 


WHITMYER  i  ■  ■ 
BIOMEGHANIX,  INC 


848  Blountstown  Hwy.  Suite  H 
Taltahossee.  Floricta  32304 


(904)  575-5510 
FAX  (904)  576-4798 
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For  Children  With  Cerebral  Palsy 

Serving  children  with  multiple  disabilities  resulting  from 
cerebral  palsy  or  trai'matic  brain  injury  who  need  compre- 
hensive, indivklually  structured  programs  that  include: 


•  Physical  Therapy 

•  Occupational  Therapy 

'Speech  and 
Language  Therapy 

•  Communication  Aids 


'  Special  Education 

>  Music  Therapy 

>  Special  Medical 
Attention 

'  Adapted  Recreational 
Activities 


HMS,  open  to  students  two  to  21  years,  offers  all  of  these 
servces  and  more.  The  experienced  staff  and  well-respected 
consultants  provkle  strong  interdisciplinary  programs  for  day 
and  resklential  students  at  the  licensed  private  school. 

For  more  informatkxi  write  or  call; 
Diane  L  Gallagher,  Director 
HMS  School  for  Children  with  Cerebral  Palsy 
4400  Baltimore  Avenue,  Philadelphia.  PA  19104 
(215)222-2566 
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Meeting  the  Challenge 


by  Debra  Corwith-Frieden 

The  President's  Council  on  Phys- 
ical Fitness  and  Sports 
(PCPFS)  was  established  by 
President  Dwight  Eisenhower  in 
1956.  It  was  one  of  the  first  steps  in 
a  national  campaign  to  help  Ameri- 
can youth  "shape  up."  In  1958, 1 
was  one  of  the  program's  first  eager 
participants.  I  remember  pusliing 
myself  to  perform  the  required 
number  of  sit-ups  and  chin-ups  in 
hopes  of  earning  the  coveted  Presi- 
dential Physical  Fitness  Award.  My 
sister,  Marcia,  who  has  develop- 
mental disabilities,  was  not  given 
an  opportunity  to  participate  in 
this — or  any — fitness  program. 

Much  has  changed  since  1958. 
Tpday,  PCPFS  sports  and  physical 
fitness  programs  are  open  to  peo- 
ple of  all  ages,  including  individuals 
with  special  needs. 

Presidential  Sports  Awards 

The  Presidential  Spotis  Award 
program  was  developed  by  PCPFS 
in  1972  and  is  admirustered  by  the 
Amateur  Athletic  Union  (AAU/Pres- 
idential  Sports  Awards,  P.O.  Box 
68207,  IndianapoUs,  IN  46268-0207). 
The  program's  purpose  is  to 
encourage  physical  activity  and 
exercise  for  people  of  all  ages — 


After  ridirifi  a  stationary  bike  firr  the 
first  time,  eight-year-old  AH  Prointt 
shares  a  happy  moment  with  his 
teacher,  Michelle  Crista. 


anyone  ovei  the  age  of  six  may 
earn  an  award.  Awards  are  avail- 
able for  almost  every  imaginable 
sport  or  fitness  activity. 

Participants  in  the  program 
keep  track  of  their  activity  on  a 
"fitness  log."  Fitness  logs  and  qual- 
ifying standards  for  each  sport  can 
be  obtained  from  the  AAU.  Ad^ta- 
tions  to  qualifying  standards  may 
be  made  for  individual  disabilities. 
When  qualifying  standards  have 
been  met,  send  the  log  and  $6.00 
per  awara  back  to  AAU.  An  award 
packet  consists  of  a  certificate  of 
achievement  from  President  Clin- 
ton, letter  of  congratulations  from 
the  chairman  of  PCPFS,  embroi- 
dered emblem  or  blazer  patch, 
sports  bag  identification  tag  and 
shoe  pocket  which  can  be  used  to 
hold  identification,  money,  keys  or 
other  small  items. 

Family  members  who  partici- 
pate in  the  program  and  ^am 
awaitls  together  receivt  ;  a  special 
Family  Fitness  Award.  Christine 
Spain,  Director  of  Research,  Plan- 
ning and  Special  Projects  at 
PCPFS,  says  that  earning  a  Family 
Fitness  Award  can  be  a  fun  activity 
for  parents  to  share  with  their 
children.  It  can  promote  family 
togetherness  while  introducing 
children  to  fitness  activities. 

The  President's  Challenge 

Under  'iie  guidance  of  physical 
educr^tors  and  youth  leaders,  young 
people  ages  6  to  17  can  earn  one  of 
three  Youth  Physical  Fitness 
AwaixLs.  To  earn  an  awaid,  stu- 
dents must  participate  in  five  tests: 
1)  Curl-ups:  a  measure  of  abdomi- 
nal strength  and  endurance;  2) 
Shuttle  Rim:  a  measure  of  speed 
and  coordination;  3)  One-Mile 
RunAValk:  a  measure  of  heart/lung 


endurance;  4)  Pull-ups:  a  measure 
of  upper  body  strength  and 
endurance  and  5)  V-Sit  Reach:  a 
measure  of  flexibility.  A  child's 
level  of  performance  on  these  five 
tests  determines  the  award  he  or 
she  will  receive — the  Presidential 
Physical  Fitness  Award,  the 


Students  practice  the  V-sit 


National  Fitness  Award  or  the  Par- 
ticipant Physical  Fitness  Award. 

Students  with  physical  disabili- 
ties can  earn  Presidential  Youth  Fit- 
ness Awards  through  the  use  of 
modified  award  criteria  PCPFS 
allows  modifications  to  or  substitu- 
tions for  any  of  the  five  tests  in 
order  to  accommodate  an  individ- 
ual child's  disability.  The  instructor 
may  use  his  or  her  discretion  in 
deciding  whether  the  child  has 
qualified  at  a  Presidential,  National 
or  Participant  award  level. 

Program  Benefits 

In  1991,  after  eight  years  of  teach- 
ing swimming  to  students  with 
mental  retardation,  I  became  a 
classroom  teacher  of  students  with 
multiple  handicaps.  My  experience 
with  tlie  President  iai  Fitness  Mile 
Lap  Swim  for  Special  Populations 
(see  sidebar)  had  shown  me  that 
fitness  award  programs  could  pay 
off  in  many  ways.  Along  with 
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This  WIZARD®  Will  Amaze  You! 

Comfortable  and  My  adjustable,  the  WIZARD  offers  tilt-in-space.  a  M\y  reclining  back,  and 
elevating  legrests....A  magic  act  that  no  other  pediatric  wheelchair  can  perform,  and  it's  standard 
with  every  unit! 

The  WIZARD  easily  separates  into  two  components  weighing  less  than  20  lbs.  each. . . .  Mom  can 
effortlessly  load  the  WIZARD  into  the  trunk! 


The  WIZARD  offers  these  advantases 

►  Made  of  strong  steel  tubing,  the 
durable  WIZARD  frame  is  guaran- 
teed for  the  Lifetinrte  of  the  User. 

►  Grows  with  your  child  from  age  1 
to  10  without  having  to  purchase 
an  expensive  growth  kit 

►  Tackles  any  terrain  with  it's  heavy 
duty  8''x2''  front  caster  tires.  363 


The 


PEDIATRIC  WHEELCHAIR 


BY  SNUG  SEAT* 


1-800-336-7684 

Fax  1-704-847-9577 
In  Canada  1-800^7-3422 


By  SNUG  SEAT*.  INC.  Providing  Technologies  For  Mobility,  Positioning  &  Transportation  Since  1987  Circle  #69 


A  Lifeline  For  Hope 


When  you  have  a  child  with  multiple  disabilities,  life  suddenly 
becomes  very  complicated.  You  may  be  referred  from  one  specialist  to 
another... only  to  receive  conflicting  reports.  No  one  .leems  to  have  the 
answers. 

At  Heartspring,  the  answer  to  multiple  questions  can  be  obtained 
from  specialists  who  work  together  to  diagnose  each  child's  needs  and 
recommend  education  programs  or  treatments  to  meet  those  needs.  So 
parents.don't  waste  precious  weeks  or  months  trying  to  discover  where 
to  turn. 

For  60  years  Heartspring  has  been  a  lifeline  of  hope  for  parents  and 
their  children  with  special  needs. 

During  a  comprehensive  assessment,  the  team  of  professionals  at 
Heartspring  work  to  analyze  your  child's  needs.  These  professionals, 
who  devote  the  necessary  time  and  attention  to  each  child,  include 
speech/language  therapists,  occupational  and  physical  therapists,  a 
developmental  pediatrician,  a  psychologist,  a  special  education  teacher, 
and  a  case  manager.  Parents  are  also  a  critical  part  of  their  child's  team. 

This  method  of  assessment  has  worked  well  for  children  with 
autism,  mental  retardation,  behavior  disorders,  cerebral  palsy,  seizure 
disorders,  hearing  and/or  vision  impairments,  and  developmental 
delays.  All  assessments  arc  conducted  in  a  caring  residential  school 
atmosphere  by  professionals  who  have  chosen  to  work  with  children 
with  multiple  disabilities. 

If  you  -  or  someone  you  know  -  needs  a  lifeline  for  hope  in  the 
assessment  and  treatment  of  a  child  with  special  needs,  call  today. 


*^  HHKTSPPG' 

A  lifeskills  learning  center 

2400  JARDINE  DRIVE  ♦  WICHITA.  KANSAS  6721 9-4699 
1-800-835-1043 

I'ornwrly  llic  InMilutc  of  lj>f'opettit  s 

1934  -  Celebrating  60  Years  Of  Service  ■  1994 


lliefMleirtuirffaMssllieLv 
Sim  for  Special  Ptopiiations 


The  I^vsidenHal  Fitness  Mile  Lap 
Sunmfor  Special  Populations  is 
a  unique  component  of  the 
AAU/Piesidential  Sports  Awards. 
This  program  allows  children  10  or 
older  who  have  multiple  disabilities 
to  ^.miaiPre^denlial  Sports 
i^zmni  by  swimming  a  minhnum  of 
one  mile  (5,280  f«et)  within  SO 
hours  during  a  four-month  period. 
Children  and  teens  with  no  prior 
swiimning  experience  have  success- 
fully earned  this  award. 

Interested  people  can  imple- 
ment this  program  in  their  commu- 
nities by  scheduling  training  times 
at  a  community  pool  &cility,  obtain- 
ing local  sponsorship  and  recruiting 
volunteer  coaches.  Local  newspa- 
pers can  help  spread  the  word. 

An  informative  brochure  has 
more  h\formation  on  the  program 
and  suggestions  for  implementing 
the  program  in  local  communities. 
Contact  Debra  Corwith-Frieden, 
3539  Ada  \Tsta,  Uniontown,  OH 
44685,(216)699-8966. 


improved  physical  condition,  1  had 
seen  my  swimming  students 
develop  motivation,  self-confidence 
and  pride  in  their  accomplishments. 
1  promised  myself  that  1  would  give 
each  of  my  students  the  opportu- 
nity to  earn  a  Presidential  Youth 
Fitness  Award.  Our  school's  physi- 
cal and  occupational  therapists 
worked  with  me  and  another 
teacher  to  modify  each  fitness  test 
for  individual  students.  Then,  we 
recruited  a  classroom  of  fourth 
grade  students  to  help  our  students 
train. 
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We  established  various  training 
stations  in  the  school  gyni  and 
trained  four  times  a  week.  Inte- 
grated groups  of  six  children 
rotated  from  one  exercise  station  to 
tlie  next.  The  fourth-graders  demon- 
strated each  exercise  and  gave 
hands-on  assistance  as  needed. 

This  program  reaped  a  number 
of  benefits.  Special  needs  students 
gained  the  expected  physical 
benefits  of  a  program  of  regular 
exercise;  they  also  gained  new 
social  acceptance.  Within  months, 
a  new  spirit  of  unity  and  openness 
came  about  as  the  integration  that 
began  in  the  gym  spread  through- 
out the  school.  Regular-education 
students  spent  lunch  and  recess 
times  with  students  who  had  dis- 
abilities. In  the  hallways,  students 
with  disabilities  were  greeted  by 
name,  verbally  or  through  sign  lan- 
guage. Classroom  exchanges  took 
place. 

Fond  Memories 

For  one  fourth-grader  and  her 
brother,  the  program  had  special 
meaning.  Ruth's  mother  wrote,  "My 
son,  Andy,  had  many  severe  disabil- 
ities. Even  though  he  never  spoke  a 
word  in  his  fifteen  years  of  life,  he 
conveyed  volumes  in  body  lan- 
guage. It  was  so  heartwanning  to 
watch  his  reactions  to  the  fourth 
graders  helping  with  this  program. 

"Andy's  sister,  Ruth,  was  the 
only  fourth-grader  to  be  able  to 
claim  a  sibling  with  special  needs. 
Though  dealing  with  disabilities 
was  not  new  to  her,  she  learned 
that  her  brother's  challenges  were 
not  the  same  as  the  others  in  the 
class — each  person  had  his  or  her 
own  specid  package  of  abilities.  It 
was  wonderful  to  have  her  come 
home  each  day  and  share  the  tri- 
vmiphs  of  her  brother  and  his  class- 
mates. I  will  never  forget  the  day  of 
the  awards  ceremony  when  Ruth 
pushed  Andy's  wheelchair  up  to  the 
front  of  the  room  so  that  he  couki 
receive  his  award.  It  was  a  picture 
that  will  never  be  ei-ased  from  my 
mind,  because  it  was  one  of  the  last 


things  they  did  together.  Andy 
passed  away  several  weeks  later. 
All  of  his  fourth  grade  friends  still 
think  of  him  fondly  as  an  honorary 
member  of  the  class  of  2000." 

For  more  information... 

For  further  infonnation  on  any 
PCPFS  program,  contact:  The  Pres- 
ident's Council  on  Physical  Fitness 


and  Sports,  701  Pennsylvania  Ave., 
NW,  Suite  250,  Washington,  DC 
20004,  (202)  272-3427. 


Debra  Convith-Prieden  lives  in 
Uniontown,  Ohio,  2cith  kerhvsband 
and  hvo  children.  Cinrently,  she  is  a 
supetvisor  at  the  HELP  Foundation, 
an  agency  that  provides  supported  liv- 
ing services  to  adults  vnth  disabili- 


Empower  your  child. 

THE  IMPERIUM  100  ENVIRONMENTAL  CONTROL  SYSTEM 
PUTS  INDEPENDENCE  WITHIN  YOUR  CHILD'S  REACH 


THE  ImPERIUM  100  IS  AN  ENVIRON- 
MENTAL CONTROL  UNIT  DESIGNED 
ESPEClAliY  FOR  PEOPLE  WITH  UMIT- 
ED  MOBILITY.  SlMPLE  TO  OPERATE,  THE 
ImPERIUM  100  ENABLES  CHILDREN  TO  TURN 
ELECTRICAL  APPUANCES  ON  AND  OFF  WITH 
THE  TOUCH  OF  A  SINGLE  SWITCH.  AND 
WITH  THE  ABILITY  TO  TURN  LlGHTb  AND 
RADIOS  ON  AND  OFF,  CHILDREN  DO  MORE 
THAN  CONTROL  THEIR  OWN  ENVIRON- 
MENT -  THEY  REACH  A  HIGHER  LEVEL  OF 
INDEPENDENCE.  It'S  SO  SIMPLE  YOUR 
CHILD  WILL  BE  USING  IT  IN  MINUTES. 


>  AS  EASY  TO  USE  AS  IT  IS  TO 
AFFORD.  Priced  to  meet  the  finan- 
cial NEEDS  OF  PARENTS,  THE  IMPERIUM 

100  is  the  most  affordable  environ- 
mental control  unit  of  its  kind.  its 
modular  design  and  affordable 
add-on  components  arow  for  easy 
system  expansion  to  meet  your 
household's  unique  needs.  >  Call  us 

AT  1-800-944-8002  FOR  A  FREE  video 
AND  brochure  EXPLAINING  HOW  THE 
IMPERIUM  100  SYSTEM  Vfla  HELP  YOUR 
CHILD  BECOME  MORE  INDEPENDENT! 


IMPERIUM" 

rHf  POV/f  R  rO  COMMAND 
TELEDYNE  BROWN  ENGINEERING  .  300  SPARWAN  DR  N  W  •  HUNTSVIUE.  AL  35807  •  I-80O-944.80O2 
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It's  hard  to  jn-edict  the  tac- 
tion a  given  Search  letter 
wili  bring,  but  we  were 
astouvxied  by  tfie  deluge  of 
mail — and  the  outpouring 
of  opinion  and  emotion — 
elicited  by  a  question  about 
the  pros  and  cons  of  nding 
the  scfiool  bus  (February 
1994).  Clearly,  this  issue  hit 
a  nerve  with  many  readers. 
Some  of  them  share  their 
thoughts  here. 


Vr  son  is  seven  years  old  and  mildly 
autistic.  During  the  four  years  he  has 
been  in  school,  either  his  dad,  the 
baby-sitter  or  I  have  driven  him  to  school. 
Our  family  has  found  this  to  be  a  very  satis- 
factory arrangement.  Almost  every  one  of  our 
son's  teachers,  however,  has  urged  us  to  have 
our  son  ride  the  school  bus  instead.  They  say 
they  believe  very  strongly  that  riding  the 
school  bus  is  an  important  part  of  gomg  to 
school.  Is  there  any  research  that  supports 
the  idea  that  riding  the  school  bus  is  better 
than  having  a  family  member  drive  the  child 
in  a  car?  Are  the  teachers  likely  to  prefer  the 
bus  for  reasons  they  are  not  discussing? 

N.S.,Newyorit 


Joy  Dillman: 

Your  letter  really  pushed  a  button  with  me.  I  have 
experience  in  just  about  every  angle  of  this  issue  and 
ani  delighted  that  you  have  voiced  this  question.  While 
I  know  of  no  studies  on  this  topic,  I  can  speak  from  my 
own  observations  and  experiences. 

I  am  the  niotlier  of  an  18-year-old  son.  Dave  had 
infantile  spasms  and  developmental  delays  beginning 
at  eight  months.  Ho  attended  a 
pju-enl -infant  program  starting  at 
15  months  and  various  special 
education  programs  through  sec- 
ond grade  and  was  totally  main- 
streamed  thereafter  Dave  had 
some  autistic  characteristics  as  a 
preschooler  and  continues  to  have 
some  social  diffic  ulties.  We  have 
transported  him  ourselves,  used 
school  buses  and  utilized  ciu' 
pools  during  all  his  school  years. 

I  ixlso  am  a  professional.  Cur- 
rently, I  am  the  educational  spe- 
cialist luid  center  director  of  iui 
e{U-ly  childhood  intervention  program.  Our  program 
l)rovides  limited  li-an.sportalion  services,  primarily  to 
chilfh  en  whose  pjirenls  have  no  means  of  coming  in  io\ 
services. 

A.S  a  i)areMt,  I  much  prefemHi  to  li  jmsport  my  son. 
It  seems  that  the  most  mesuiingful  communication  I 
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Joy  Mlman  and  son  Dave  celebrate  his 
17th  birthday. 


have  had  with  any  of  my  children 
occurred  while  in  the  car.  These 
were,  and  still  are,  precious 
times — the  phone  doesn't  ring, 
chores  aren't  calling  and  the 
enticements  of  TV  and  Nintendo 
aren't  present. 

When  Dave  was  small,  the  car 
provided  a  m^or  context  for 
learning  language.  He  learned  the 
letters  of  the  alphabet— "M"  for 
McDonald's,  "K"  for  K-Mait— and 
began  to  read  by  observing  bill- 
boards and  street  signs.  He 
learned  about  colors,  sizes  and  the 
concept  of  same  and  different.  He 
learned  action  verbs  and  adjec- 
tives as  we  talked  about  the  thmgs 
we  saw  along  the  way  As  he  got 
older,  we  played  math  games  by 
making  i.o  stories  about  topics  he  liked.  When  we 
didn't  feel  like  talking,  we  listened  to  tapes  of  classic 
children's  stories,  rhymes  and  songs.  Because  he  had  a 
very  short  attention  span  and  tended  to  be  anxious  and 
obsessed  about  certain  thoughts,  he  needed  a  lot  of 
structure.  We  used  our  time  in  the  car  to  go  over  the 
day's  schedule  and  review  the  rules  he  needed  to 
remember  before  school.  Immediately  after  school,  he 
was  ready  to  talk  about  what  went 
on  during  the  day  During  the  ride 
home,  he  talked  more  than  at  any 
other  time  of  the  day. 

When  my  son  was  in  pre- 
school, I  usually  accompanied  him 
to  his  classroom  each  morning. 
This  gave  me  contact  with  his 
teacher  and  other  parents.  I  felt 
good  that  I  knew  what  was  going 
on  at  school.  I  also  made  some 
great  friends— both  his  teachers 
and  ot  her  parents.  I  didn't  realize 
how  important  this  was  until  he 
began  riding  tlie  bus,  and  I  missed 
it  so  much.  But  becaiuse  I  had  gone  back  to  work,  riding 
the  biLS,  at  l(>asl  jwxrt  of  the  time,  became  a  neccs,sity 

I  was  never  i)ressure(i  to  utilize  bus  transportation, 
but  I  have  worked  with  other  professionals  who  did 
pressure  families.  Tliey  fell  that  ricUng  the  bus  wjis  an 
important  part  of  learning  to  sejiarate  from  piirenls  mid 


to  become  independent  and  responsible.  They  believed 
that  riding  the  bus  aided  social  development.  Some 
teachers  may  prefer  tJiat  children  ride  the  bus  because 
it  gives  them  an  additional  measure  of  control  over 
their  time  with  the  child.  They  may  not  wish  to  be  dis- 
tracted by  parents  coming  and  going  and  prefer  that  the 
children  arrive  together  rather  than  individually  Part  of 
their  agenda  may  be  to  break  down  the  overprotection 
that  they  feel  the  parents  have  for  their  child. 

While  transportation  is  a  needed  service  and  a  god- 
send to  some  families,  no  one  should  be  pressured  to 
use  it.  To  some  children,  the  bus  ride  can  be  very  disor- 
ganizing and  overstimulating.  Transportation  decisions 
should  be  based  on  the  best  interests  of  the  child  and 
the  family. 

Joy  Dillman  lives  in  Round  Rock,  Texas  with  her  hiis- 
band,  Ken,  and  their  children,  Dave  and  Mary.  Dave 
is  a  senior  at  Brentwood  Chyistian  High  School  and 
playis  to  attend  Abilene  Christian  University  in  the 
faU.  Joy  US  director  of  the  PRIDE  (Parents'  Resources 
for  Infant  Development  Enrichment)  Ptvgram  in 
West  Williamson  County,  Texas.  Her  career  is  a 
direct  result  of  being  a  parent  participant  in  eaiiy 
intervention  progiams. 

Debbie  Johnson: 

I  have  a  six-year-old  son  with  autism,  and  I  take  him  to 
school  each  day  At  times,  his 
teachers  have  stressed  tlie 
"need"  for  Joshua  to  ride  the 
bus,  but  they  never  gave  any 
solid  reasons  as  to  its  benefits. 

I  have  found  that  the  time 
we  spend  together  each  morn- 
ing and  afternoon  is  some  of 
our  best  quality  time.  We  share 
a  prayer  together  before  we 
leave  in  the  morning,  and,  as 
we  travel,  I  constantly  feed  him  verbal  informa- 
tion. I  talk  about  everything  from  the  things  we 
see  outside  to  our  plans  for  the  night  or  week- 
end. Joshua  learns  a  lot  during  this  time.  I  also 
have  the  benefit  of  daily  teacher-parent  contact.  I 
get  firsthand  information  about  his  progress  and 
am  able  to  give  my  input  regarding  his  educa- 
tional program. 

I  also  get  to  know  the  other  students  and  see 
how  my  son  is  relating  to  them.  Just  last  week,  I 
had  the  privilege  of  seeing  my  son  and  another 
boy  hug  each  other — on  theii-  own,  without  any 
prompting.  If  Joshua  rode  the  bus,  I  never  would 
have  seen  Uiat.  It  means  a  lot  to  pai  ents  like  us 
to  know  that  our  children  have  friends. 

My  advice  to  yon  is  this:  if  yoiu-  child  wants 
to  ride  the  bus,  let  him  ride  it— but  on  his  time 


Joshua  Johnson, 
age  six. 


fi-ame,  not  the  teacher's.  Pushing  a  child  too  fast  can 
do  more  harm  than  good  and  Lf  your  way  of  doing 
things  is  working  for  you  and  your  child,  why  change 
just  because  the  professionals  tell  you  to?  You  have 
more  credentials  than  they  have;  you  are  the  parent. 

Debbie  Johnson  lives  in  Suffolk,  Virginia  ivith  her 
husband  and  son.  She  tvorks  part-time  as  a  real 
estate  title  searcher. 

Norene  Parker 

My  20-year-old  son,  Mike,  has  multiple  disabilities.  I 
have  been  driving  a  special  education  school  bus  for 
the  last  10  years.  I  first  began  driving  Mike's  bus  when 
it  became  increasingly  difficult  to  make  adequate  day 
care  arrangements  for  him.  I  discovered  that  I  loved 
driving  the  bus,  so  I  have  continued.  During  the  course 
of  my  day,  I  transport  children  as  young  as  18  months 
and  as  old  as  21  years. 

Yes,  your  seven-year-old  probably  should  be  riding 
the  bus  just  as  his  classmates  do.  As  crazy  as  it  may 
sound,  it  is  an  integral  part  of  the  school  day  It's  a 
chance  for  the  kids  to  socialize  and  make  friends  out- 
side their  immediate  classrooms.  It  fosters  indepen- 
dence and  self-reliance.  Students  use  this  time  to 
grumble  about  teachers  and  homework  and  to 
exchange  ideas  on  topics  not  usually  discussed  in 
school— video  games,  the  opposite  sex,  sports  and 
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Mike  Parker,  Jr.,  dtvssrd  up 
for  liisjhst  pwm,  posrsfnr  a 
photo  infmtit  of  Morn's  bus. 
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other  subjects.  Your  son  would  feel  like  he  was  more  a 
part  of  the  school  program  if  he  arrived  and  departed 
just  as  the  other  students  do.  This  may  be  a  boost  to 
his  self-esteem.  Being  made  to  feel  different  may  be 
more  distressing  than  he  realizes  and  may  hurt  the  feel- 
ings of  some  of  his  classmates.  Usually,  being  picked 
up  by  a  parent  is  a  special  treat. 

Yes,  the  teachers  may  prefer  that  your  son  ride  the 
bus  for  other  reasons  that  they  are  not  discussing.  Do 
you  always  arrive  on  time?  Are  you  anxious  to  chat 
with  them  while  they  are  trying  to  get  other  students  to 
their  buses?  Do  you  keep  them  talking  after  the  buses 
have  left,  preventing  them  from  getting  home  to  their 
own  families?  Do  you  expect  a  detailed  report  of  your 
son's  day  each  afternoon?  There  could  be  many  rea- 
sons that  the  teachers  would  prefer  not  to  see  a  parent 
twice  a  day,  but  most  likely,  they  simply  know  that 
your  child  will  mature  faster  if  he  takes  some  small 
steps  toward  independence.  Don't  worry — in  10  years 
of  transporting  several  hundred  students,  I  have  yet  to 
find  one  that  didn't  absolutely  love  riding  the  bus! 

Norene  Parker  lives  in  EUicott  City,  Mar-ykmd,  with 
her  hvsband,  Mike,  and  two  sons — Mike,  Jr.  and 
Billy.  For  the  past  ten  years,  Norene  and  her  husband 
have  led  a  Boy  Scout  troop  for  boys  with  disabili- 
ties— Mike,  Jr.  earned  the  rank  of  Eagle  Scout  in 
1992.  Norene  drives  Howard  County  Bus  Number  77. 

I^jntin  Cahill: 

Our  son  is  also  seven  years  old  and  mildly  autistic.  He 
began  school  four  years  ago.  Placing  David  into  a  spe- 
cial program  that  would  benefit  him  didn't  bother  me — 
we  all  want  the  best  for  our  children.  However,  I 
worried  about  putting  my  young  son  on  a  bus.  I  was 
very  apprehensive,  but  my  husband  encouraged  me  to 
give  it  a  try. 

David's  first  day  of  school  arrived.  The  bus  stopped 
in  front  of  our  house  and  its  doors  opened.  I  waited  for 
the  tantrum  and  tears  to  begin.  To  my  surprise,  David 
got  on  the  bus,  took  a  seat  and  never  looked  back.  For 
me,  the  decision  to  let  David  ride  the  bus  was  one  of 
the  most  difficult  ones  I  ever  had  to  make.  But  for 
David,  the  bus  signaled  the  beginning  of  a  new  adven- 
ture, and  he  eryoyed  every  minute  of  it. 

Riding  the  bus  has  helped  David  gain  a  sense  of 
independence  and  self-esteem.  He  gets  very  excited 
when  he  sees  the  bus  because  this  is  part  of  his  very 
structured  day — and  he  desperately  needs  structure. 
He  even  looks  for  the  bus  to  come  on  weekends.  His 
bus  rides  also  make  him  feel  like  part  of  his  school 
community  because  it  is  something  that  he  shares  with 
his  peers. 

We  don't  know  tlie  preference  of  David's  teachers, 
but  we  do  know  tliat  driving  our  son  to  school  would 
not  work  for  us.  He  would  expect  us  to  stay,  and  he 


ERXC**   *   EXCEPTIONHPJIRENT/ MAY  1904 


36b 


David  CahiU  enjoys  his  summer  vacation.  

would  balk  at  getting  out  of  the  car.  An  upheaval  Uke 
this  in  the  morning  would  affect  his  actions  for  the  rest 

of  the  day.  .  u 

Whatever  your  decision  is,  however,  it  should  De 
honored  and  respected  by  all  involved.  We  strongly  feel 
that  parents  know  what  is  best  for  their  child. 

Lynn  CaMU  lives  in  Chicago,  IWinois,  with  ker  hus- 
band, Paul,  and  three  sons.  She  does  volunteer  work 
for  her  local  PTA  and  Cub  Scouts. 

Kathy  Andrus: 

When  our  three-year-old  daughter,  Kate,  who  was  blind 
and  had  a  congenital  heart  problem,  began  preschool 
in  our  pubUc  school  system,  we  were  strongly  urged  to 
put  her  on  a  school  bus.  Since  the  school  was  only  a 
nule  and  a  half  from  our  house,  we  really  didn't  see  the 
need  for  her  to  ride  a  bus.  She  often  rode  to  school  on 
the  back  of  my  bicycle,  or  I  transported  her  back  and 
forth  in  the  car.  Since  Kate  was  the  youngest  of  oiu:  five 
daughters,  we  found  this  time  in  the  car  or  on  the  bike 
to  be  a  special  time  to  share  together. 

Throughout  my  daughter's  preschool  years,  teach- 
ers and  administrators  continued  to  nag  me  to  put  her 
on  the  bus.  One  administrator  actually  told  me  that  I 
was  depriving  her  of  a  valuable  educational  experi- 
ence! Neither  my  husband  nor  I  ever  had  to  ride  a 
school  bus  until  we  accompanied  our  children  on 
school  field  trips.  We  found  it  to  be  pretty  low  on  the 
scale  of  "valuable  educational  experiences!"  Preschool 
children  were  strapped  into  their  seats  -one  child  per 
seat— and  "quiet"  was  enforced.  We  never  gave  into  the 
pressure  to  put  Kate  on  the  bus  during  her  preschool 
years,  but  we  often  felt  bullied  and  intimidated  by  pro- 
fessionals who  felt  that  we  were  not  doing  the  riglit 
thing  for  our  child. 

When  Kate  began  elementary  school  on  the  other 
side  of  our  vast  county,  she  began  riding  the  bus.  For 
the  first  two  years,  her  ride  was  about  an  hour  long 
each  way  with  only  two  other  children  on  the  bus.  The 


Columbia  makes  bathtime  easier! 
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Ask  for  our 
FREE  Color 
Catalog  of  many 
helpful  products. 
We'll  also  send 
the  name  of  your] 
nearest  dealer. 
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*  Improves  coordination, 
postural  control  and 
muscle  tone. 

*  Provides  independence. 

*  Secured  in  center  wiiii 
belt  or  seat. 

*  Trade-in  policy. 

*  S.M.L 

*  Covered  by  most 
insurance  companies. 


THE  WATER  WALKER 


Prone  or  supine  support. 
Contour  lines  that  allow 
use  of  arms  and  legs. 
Straps  to  secure  person 
on  float. 

Pillow  tor  head  support. 
S.M.L 


AQUATIC  THERAPY  FLOAT 

Contact: 

AQUATIC  THERAPY 

1903  East  B  Avenue 
Plainwell,  MI  49080 
(616)  349-9049 
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PROTECTION  PANTS 


Prevents  Embarrassing  Pool  Accide.  is 
Scft,  U^twd^  outer  layer  with  widt-- 
iwiy  inner  Ijning.  Tipered  ieagu  pio. 
vides  piotectioa  under  i  regular  twiro- 


suit. 


INFANTS  rMO<i^ 
S.  M.L.XL,SL 
YOUTH  r.<^4  0s^ 

4/5.  6/7.  8/9.  10/11. 
12/13.14/15 

S.M.L.XL 

Keeps  Outer  Clolhint  or  Btdditit  Dry 
Reuuble,  comfoitable  panta  offer  wet- 
neaa  protection.  Waterproof  knit  outer 
layer  with  tuper  abaoibent  inner  pad. 
Holds  one  cup  liquid. 

YOIJTHr.S;i«0M 
2/3. 4/5. 6/7.  8/9. 
10/11. 12/13.  14/15 
ADDITmi  QS^ 
S.  M.  L.  XL 

Shipping  $3.95 
VIsa/MC  Accepted 
Ask  for  free  catalog 


Family  Ifit) 
aubhouse 

6  Chiles  Ave. 
Asheville,  NC  28803 
1-800-876-1574 
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third  year,  a  child  who  lived  in  another  direction  was 
added,  and  ICate's  bus  ride  began  to  last  up  to  two 
hours,  morning  and  afternoon.  The  bus  had  poor  air 
circulation  and  no  air  conditioning.  She  began  getting 
migraine  headaches  and  vomiting. 

I  located  a  draft  copy  of  an  EPA  study  showing  that 
diesel  fumes  may  have  adverse  effects  on  individuals, 
like  my  daughter,  who  are  more  susceptible  to  respira- 
tory tract  problems.  We  eventually  got  her  off  of  the 
bus  and  convinced  the  county  to  provide  a  taxi  service 
for  her— but  not  before  we  had  to  go  through  quite  a 

bit  of  frustration 
dealing  with  the  sys- 
tem and  listening  to 
all  of  the  benefits  of 
riding  the  bus!  I 
finally  invited  the 
superintendent  of 
schools  and  any 
other  interested  pro- 
fessionals to  ride  the 
bus  for  one  day  so 
that  they,  too,  could 
share  this  wonderful 
experience.  There 
were  no  takers. 

I  have  never 
figured  out  why  many 
educators  of  children 
with  special  needs 
insist  that  riding  the 
bus  is  so  valuable.  I 

  think  it  may  be  one 

way  that  they  can 

avoid  contact  with  the  parents  on  a  daily  basis.  These 
children  are  just  children  who  happen  to  learn  a  little  dif- 
ferently I  have  never  heard  teachers  of  non-special 
needs  children  urge  bus  transportation.  For  all  families, 
the  bus  should  be  an  option  for  convenience,  and  fami- 
lies should  not  be  made  to  feel  guilty  for  declining  that 
option. 

A  year  and  a  half  ago,  our  daughter  died  of  compli- 
cations from  her  heart  condition.  I  do  not  regret  one 
moment  that  I  spent  driving  her  to  school.  The  last 
months  after  her  heait  surgery  and  before  she  died, 
Kate  returned  to  school  for  part  of  each  day  I  drove 
her  the  long  distance  to  school,  waited  for  her  until  she 
tired  each  day  then  di  ■  )ve  her  home.  These  were  some 
of  our  most  cherished  times  together  Eryoy  the 
moments  that  you  share  with  your  son  whether  it  is  in 
the  car  or  anywhere  else! 

Kathy  Andms  lives  in  Alaraudria,  Virginia,  with  her 
husband,  Nick,  and  four  danghteis.  She  has  an  M.S.  in 
Child  Development  and  doe^  mhinteer  rvork  loith  vari- 
ous family  suppoii  gmups  in  Faiyfax  County,  Virginia. 

37  h 


Ten-year-old  KateAndnis  (frrnit) 
with  older  sisters  (clockwise 
from  top  left)  Molly,  Margaret, 
Robin  and  Beth. 


Ciying  Can  Make  You 
a  Better  Man 


by  Hogan  Hilling 


Many  men  have  a  difficult  time  expressing  tlieir 
feelings — especially  when  it  comes  to  crying.  Like 
most  men,  from  the  time  I  was  a  young  boy,  I  was 
taught  not  to  cry.  I  was  told  that  crying  was  a  feminine 
characteristic,  a  sign  of  weakness. 
I  knew  that  if  I  cried  without  hav- 
ing a  very  good  reason,  I  would  be 
subjected  to  teasing  and  name 
calling.  While  growing  up,  there 
were  many  times  I  wanted  to  cry, 
but  I  was  afraid  of  what  my  male 
peers  would  think  and  say  about 
me.  As  it  turned  out,  I  had  to  wait 
until  I  was  38  years  old  before  I 
finally  realized  that  it  was  all  right 
to  cry. 

One  day,  early  in  our  marriage, 
before  our  children  were  bom,  I 
arrived  home  to  find  my  wife, 
Una,  in  the  living  room  sobbing. 
"Why  are  you  crying?"  I  asked  as  I 
tried  to  console  her. 

"I  don't  know,"  she  replied. 

"What  do  you  mean  you  don't 
know?  How  can  I  help  if  I  don't 
know  why  you're  crying?" 

"I  don't  know,  honey!  I  just 
feel  like  crying." 

"That's  ridiculous!  You  have  to 
be  crying  for  a  reason.  C'mon! 
What  is  it?" 

"I  don't  know!"  Una  answered. 

I  became  very  frustrated.  I  had  expected  to  come 
home  to  a  happy  wife,  a  clean  house,  a  nice  dinner  and 


Hogan  Hilling  with 
wife  Christina  Ann 
and  sons  Wesley  and 
Grant.  At  right,  l}u: 
boys  v'ith  tJieir  netv 
btvthei;  Mattimc. 


Hogan  Hilling  lives  in  Irvine,  California,  with  his 
wife,  Christina  Ann,  and  three  sons,, five-year-old 
Givnt,  thivc-yeur-old  Weslei/,  and  elevm-mmUh-old 
Matthew.  Wesley  has  Angelman  syndivme,  a  rare 
chromosomal  disorder.  Hogan  is  a  founder,  and  mem- 
ber of  the  board  of  directors  of  five  Fathers'  Network 
of  Omnge  County. 


maybe,  a  little  romance.  Instead  I  was  met  by  a  crying 
wife  who  had  no  reasonable  explanation  for  her 
actions.  I  despaired  of  ever  understanding  women! 
One  evening  last  year,  I  went  through  my  usual  bed- 
time ritual  of  going  into  my  sons' 
rooms  to  kiss  them  good  night 
as  they  slept.  This  was  a  special 
time  each  day  when  I  felt  as 
though  I  could  stop  the  hands  of 
time  to  cherish  the  privilege  and 
honor  of  being  a  father.  After  I 
kissed  Wesley,  a  warm  feeling 
came  over  me  that  touched  my 
heart  like  never  before.  His 
beautiful  face,  glowing  in  the 
dark  night,  brought  tears  to  my 
eyes.  I  sat  motionless  on  the 
edge  of  his  bed,  crying  my  eyes 
out. 

Ten  minutes  later,  my  face 
still  wet  with 
tears,  I  walked  to 
the  master  bed- 
room. I  got  into 
bed  next  to  Tina, 
looking  for  com- 
fort. She  held  me 
in  her  arms  as  I  let 
out  the  biggest  cry 
of  my  life.  I  was 
crying  so  loud  that 
I  thought  the 

neighbors  might  hear.  I  put  a  pillow  over  my  head  to 
muffle  the  sound. 

I  cried  for  what  must  have  been  close  to  30  min- 
utes. Like  a  good  wife,  Una  did  her  best  lo  console  me. 
Then,  it  was  time  to  for  her  to  ask  the  infamous  ques- 
tion, "Hogan,  why  are  you  ci-ying?" 

Guess  what  my  answer  was.  That's  riglit — "I  don't 
know!" 

When  I  look  back  to  tJie  flret  lime  I  asked  my  wife 
that  question,  1  can  see  how  insensitive  I  was  because 
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All-ln-One,  Cotton  Flannel 
Aduit  Briefs...  Comfort  You  Can  Trust 


Adults  everywhere 
with  incontinent  needs  are 
telling  us  how  thankful 
they  are  to  have  finally 
found  a  company  with 
quality,  reusable  cloth 
adult  briefs  that  work. 

We're  the  Friendly  Earth 
Company  —  specialists  at 
producing  the  finest  adult 
briefs  you'll  find  anywhere. 
Our  vast  selection  of  reusable 
products  not  only  provide 
comfort,  convenience  and  save 
you  money  —  but  also 
preserve  your  dignity. 

Our  all-in-one  adult  briefs 
feature  plush  cotton  layers 
inside,  a  waterproof  nylon 
outer  shell,  and  your  choice  of 
Velcro™  or  snap  closures 
(pull-on  style  briefs  are  also 


Available  in  Sizes  Newborn  to  MM 

available).  The  soft  elastic 
around  the  legs  makes  the 
brief  leakproof. 

Call  for  our  free  catalog 
and  ask  how  you  can  obtain  a 
sample  adult  brief. 


1-800-358-2128 

1103  East  120  South  *  Spanish  Fork,  UT  84660 
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A  Quality  Life  Experience 

For  Persons  with  Down  Syndrome 
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In  this  picturesque  colonial  village,  located  in  scenic 
central  New  York  State,  life  is  full  of  wholesome 
activities  and  rewarding  opportunities.  Residents  with 
Down  Syndrome  experience  the  joy  and  personal 
satisfaction  of  learning,  working,  and  participating  in 
a  vital,  dynamic  community.  Our  year-round,  co-ed 
program  includes  education,  recreation,  and 
employment  opportunities  plus  the  chance  to  live  life 
to  the  fullest.  Call  us  today. 

R.R.  #1,  Box  32-A,  Edmeston,  NY  13335 
Telephone  (607)  965-8377 
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Hogan  Hilling  with  sans  Grant  (left),  Wesley  (right)  and 
Matthew. 

of  my  frustration  wdth  her  inability  to  answer  And 
although  I  didn't  have  an  answer  for  her  that  evening, 
the  next  day  I  understood  my  reasons  for  crying.  Cry- 
ing helped  me  release  all  the  tension,  anxiety  and  frus- 
tration tliat  had  been  building  up  inside  me.  It  felt  great 
to  relieve  myself,  in  a  nondestructive  way,  of  all  the 
hurt  and  pain  I  was  feeling.  I  also  realized  that  I  could 
never  love  another  human  being  as  much  as  I  loved  my 
children  that  night. 

Crying  is  a  wonderful,  intimate  experienc  that  I 
recommend  to  any  man.  It's  an  experience  men  ought 
to  learn  to  accept  and  share  wdth  their  families.  By 
coming  to  terms  wdth  my  own  need  to  cry,  I  now  have 
a  much  better  understanding  of  other  people's  feel- 
ings. Most  importantly,  it  has  strengthened  and 
enhanced  the  relationsiiip  I  ha  /e  wdth  my  wife  and 
children. 

Put  the  macho  stuff  on  hold  for  a  while,  guys.  Find 
the  strength  wdthin  yourself  to  open  up  your  heart  and 
give  yourself  permission  to  cry,  cry,  cry  for  whatever 
reason.  You'll  be  a  better  man  because  of  it. 


Fathers'-s  Voices  is  a  regular  feature  of  Exceptional  Parent 
magazine.  This  column,  coordinated  by  James  May,  Project 
Director  of  the  National  Father's  Network,  focuses  on  fathers' 
experiences  rearing  children  with  special  needs.  Your  contri- 
butions to  this  column  are  encouraged. 

For  more  information  about  the  National  Fathers'  Network 
(NFN),  or  to  receive  their  quarterly  newsletter,  write  or  call: 
National  Fathers'  Network,  The  Menywood  School,  16120  N.E. 
Eighth  St.,  Bellevue  WA  98008,  (206)  747-4004;  fax:  (206)  747- 
1069.  NFN  is  fiinded  by  a  grant  from  the  federal  Maternal  and 
Child  Health  Bureau  and  works  in  collaboration  with  National 
Center  for  Family-Centered  Care,  a  program  of  the  Associa- 
tion for  the  Care  of  Children's  Health,  Bethesda ,  MD. 
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From  Rage  to  Reform: 

What  Parents  Say  About  Advocacy 


by  Judith  A.  Mayer 

We  got  on  those  committees  because  we  were 
desperate  for  change.  We  have  desperate  cri- 
sis-oriented kids.  We  have  to  have  change. " 
Although  her  child  has  a  serious  emotional/behav- 
ioral disorder,  this  mother,  like  many  other  parents  of 
children  with  disabilities  and  chronic  illnesses,  has 


Bernard  Cacho  and  his  son  Philip,  9,  address  the  the  U.S.  House  of  Repre- 
sentatives Subcommittee  on  Health  and  the  Environment.  The  Cacho  fam- 
ily testified  on  President  Clinton's  proposed  national  healtli  care  plan  and 
how  it  would  affect  people  with  disabilities  and  their  families.  Philip  Ims 
cerebral  palsy.  Photo:  Bruce  Young/United  Cerebral  Palsy  Assodotimis. 


managed  to  overcome  stigma  and  resistance  from  pro- 
fessionals and  the  public  to  become  an  advocate. 

"Not  only  are  our  children  stigmatized — so  are  we!" 

Anger  progresses  to  rage.  Parents  become  angry  at 
professionals  who  blame  them  for  "poor  parenting" 
and  wiU  not  listen  to  what  they  have  to  say  about  car- 
ing for  their  children.  They  are  upset  with  the  policies 
of  educational  and  mental  health  systems  that  do  not 
meet  their  children's  needs. 

Listening  to  Parents 

I  began  listening  to  parents — first,  as  a  parent  of  child- 
ren with  special  emotional  needs,  then,  as  an  associate 


with  the  Research  and  Training  Center  on  Family  Sup- 
port and  Children's  Mental  Health  in  Portlrmd,  Oregon. 
The  Research  and  Training  Center  staff  interviewed 
parents  from  across  the  United  States,  individually  and 
in  groups,  about  their  advocacy  experiences.  Common 
themes  were  woven  through  their  personal  stories  of 
parenting  and  advocating  for  children 
with  emotional  and  behavioral  disorders. 

Parents  are  the  first  to  realize  that 
"something  is  different"  about  their  child. 
This  realization  produces  a  variety  of 
emotions — fear,  guilt,  shame,  loss  and 
grief.  Parents  spoke  of  the  barriers  to 
finding  support  and  services: 

•  Blame:  Parents  are  blamed  for  their 
child's  disability — "Blame  either  keeps  us 
from  getting  involved,  or  makes  us  so 
angry  that  we  get  involved  just  to  pivve 
them  [professionals J  unvng." 

•  Stress:  "Some  days  it  is  just  exhaust- 
ing to  be  with  my  child. " 

•  Stigma:  "It  is  the  stigma  of  mental  ill- 
ness. You're  not  going  to  say  to  anyone, 
'My  child  is  driving  me  crazy. "' 

•  Lack  of  understanding:  Professionals 
do  not  understand — "We  were  stereotyped 
as  emotionally  disturbed  parents  who 
had  to  be  tolerated. " 

•  Lack  of  services:  Educational  and  men- 
tal health  services  are  often  unavailable 
and/or  inappropriate — "Frograms  need  to 

be  designed  for  the  needs  of  the  children  and  the  par- 
ents rather  than  for  theneeds  of  the  bureauaacy." 
•  Lack  of  knowledge  about  resources:  "We  didn't 
knoiu  what  help  was  available  to  us.  Professionals  did 
ivot  know  either. " 

These  parents  knew  that  in  order  to  make  a  better 
life  for  their  child  and  family,  they  needed  to  overcome 
those  barriers.  Most  started  by  contacting  another  par- 
ent who  led  them  to  a  support  group. 

Help  and  Hope 

Parents  found  that  an  invitation  to  join  a  support  gi  oup 
was  the  most  helpful  ingredient  on  the  road  from  anger 
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to  advocacy.  Parents  who  could  not  find  a  support 
group  started  one.  Support  groups  provide  a  safe  place 
to  vent  anger  at  both  professior.€ils  and  a  service  sys- 
tem that  does  not  understand  or  meet  the  needs  of 
their  children. 

Parents  shared  other  factors  that  allowed  them  to 
overcome  barriers: 

•  Other  parents:  "Parents  need  special  time  to  just 
be  ivith  othei- parents. . . ; o  share  strength  together. " 

•  Learning  about  resoiirces  and  services: 
"Iivanted  to  be  informed  about  haiv  I  could 

help. . .  These  parents  took  tlie  time  to  talk  to  me  about 
my  fears  and  anxieties.  They  said,  'You  need  to  statt 
looking  for  services  and  be  your  child's  best  advocate. "' 

•  A  professional  mentor:  "A  good  professional  is  a 

gifi." 

•  Success  in  getting  services:  "You  begin  to  change 
things  for  your  otm  child.  Tlien  you  think,  'Maybe  I 
can  do  this  for  more  kids. '  That's  how  I  started  as  an 
advocate. " 

From  Personal  To  Public  Advocacy 

"Personal  advocacy"  occurs  when  a  family  overcomes 
barriers  and  successfully  makes  changes  in  a  child's 
life.  This  experience  often  provides  a  springboard  to 
move  into  public  advocacy  for  other  children.  This 
transition  from  personal  to  public  advocacy  brings 
about  needed  improvements  in  services  for  children — 
"When  you  stait  putting  ideas  togetlier,  you  can  make 
a  diffei'ence.  This  time  it  will  help  my  kid;  next  time 
it  will  lielp  anotlier  kid. " 

Parents  who  are  not  successful  in  fmding  services 
for  their  child  can  also  become  public  advocates — 
"Our  involvement  has  evolved  fivm  beina  so  over- 
whelmingly angry  at  a  system  that  couldn't  sene  our 
child  to  deciding  tliat  we  could  vent  our  anger  in  a 
way  that  will  change  services — perhaps  not  in  time 
for  our  child,  but  maybe  other  parents  and  other 
children  will  not  have  to  suffer..." 

More  than  any  other  emotion,  anger  serves  as  the 
driving  force  for  change.  Dealing  with  personal  anger 
and  seeing  it  as  a  positive  force  for  change  has  proven 
effective  for  parent  advocates. 

Advocacy  Has  Benefits— ond  Costs 

Parents  have  foi>nd  that  joining  with  other  parents 
brings  benefits  to  themselves  as  well  as  to  theu"  child 
and  other  children. 

"Wliat's  kept  me  going  is  being  armed  with  .so 
much  information  that  I  can  share  with  so  many 
other  parents." 

". . . my  advocacy  brings  about  change  that 
improves  services  not  only  for  my  kid,  but  also  for 
kids  across  the  state.  " 

"Being  able  to  change  the  system  docs  something 
for  myself  esteem.  I  feel  good  about  myself  when  I 


talk  with  other  people  wlio  are  sti-uggling  loith  the 
same  issues. " 

Public  and  private  advocacy  ends  isolation  by  pro- 
viding opporturuties  to  share  experiences  with  other 
parents  without  blame  or  judgment.  Parents  assist 
each  other  in  identifying  needed  services  and  access- 
ing or  advocating  for  these  services.  By  helping  others, 
parents  feel  valued  for  their  experience  and  expertise. 

Parents  also  begin  to  work  with  professionals  to 
bring  about  attitudinal  and  system  changes.  Collaborat- 
ing with  professionals,  they  provide  a  uruque  perspec- 
tive on  the  child  and  the  disability. 

But  advocacy  also  has  its  costs:  being  both  parent 
and  advocate  for  one's  child  takes  considerable  time 
and  conunitment.  Moving  into  public  advocacy 
requires  even  greater  commitment  and  may  lead  to 
greater  frustrations. 

". ..as  a  parent  on  a  committee,  I  am  expected  to 
armverfor  every  parent. " 

". ..it's  so  hard  to  sit  at  meetings  and  listen.  I  can't 
decide  if  I  want  to  scream  or  cry. " 

"You  have  to  fight  a  system  that's  unbelievable, 
and  you  get  tired.  We  all  need  a  bieak  sometimes. " 

"I feel  hopeless  sometimes  when  I  don't  see  tliat 
what  I've  said  err  done  has  mxide  any  difference. " 

"I feel  intimidated  by  pmfessionals." 

"Professionals  ask  me  questions  but  they  never 
really  listen. " 

"I  have  contributed  to  a  lot  of  gwvps  and  liave 
barely  even  gotten  a  'thank  you. "' 

Although  public  advocacy  has  many  difficulties, 
parents  stay  involved  to  bring  children  the  services 
that  will  give  them  a  brighter  future.  Many  parents 
view  their  involvement  as  integral  to  the  role  of  being  a 
parent. 

A  Family  Affair 

A  decision  to  move  into  public  advocacy  needs  to  be 
made  by  the  entire  family.  Families  need  to  decide  on 
the  extent  of  their  involvement. 

Publi-^  advocacy  can  involve  time  away  from  home; 
this  places  heavier  responsibilities  on  other  family 
members.  Sometimes  families  just  need  to  pull  back 
and  "recharge  their  batteries."  When  a  child  is  doing 
well,  parents  may  want  simply  to  eryoy  time  together. 
A  family  may  need  to  take  a  break. 

Often,  advocacy  involves  talking  about  private  fam- 
ily experiences — "It  is  hard  to  make  a  career  of  your 
child's  disability;  you  keep  living  those  events  over 
and  over. "  A  parent  who  is  begirming  to  consider  pub- 
lic advocacy  needs  to  think  about  respecting  the  pri- 
vacy of  the  child  and  family.  They  also  should 
contemplate  how,  or  whether  other  family  members, 
including  the  child  with  a  disability,  should  become 
involved — "Chiklnm  who-te  lives  an' emotionally  dis- 
ordered need  the  advocacy  of  those  who  patent  them. 
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They  cannot  do  it  themselves.  As  they  grow  older,  it  is 
the  task  of  parents  and  professionals  to  help  them 
learn  how  to  advocate  for  themselves." 

Words  of  Wisdom 

Parents  who  advocate  for  improved  services  in  educa- 
tion and  children's  mental  health  learn  by  trial  and 
error.  They  continue  because  they  see  changes  and 
because  they  believe  in  the  power  of  parents.  These 
parents  advocate  with  compassion,  strength  and 
hope — "Our  role  sxvitched  from  one  of  saying,  'well, 
we  just  liappen  to  be  parents,  'to...  'we  have  eocpertise 
that  nobody  else  has. "' 

Parents  who  have  "been  there"  offer  this  advice: 

•  Make  decisions  about  public  advocacy  as  a  family. 

•  Define  the  roles  family  members  will  play  in  advocacy. 

•  Join  with  other  parents  in  advocacy.  Decide  on  the 
issues  to  be  addressed;  present  a  united  front. 

•  Have  a  coach  or  mentor — ^usually  a  professional — ^to 
l<eep  parents  informed  about  system  issues  and  politics. 

•  Have  a  team  of  parents  available  to  serve  on  boards 
and  other  committees.  Know  the  board  you  will  serve 
on.  Know  your  role  on  the  board,  the  time  commitment 
required  and  the  provisions  that  have  been  made  to 
reimburse  you  for  expenses. 


Advocacy  Works 

"What  I  gained  a  long  time  ago  from  other  people,  I 
can  give  away  now.  It's  my  gift  to  all  paroits. " 

The  process  of  working  through  anger,  hurt  and 
frustration  with  other  parents  can  lead  to  reforms  in 
education  and  mental  health  services  for  children.  The 
parents  in  this  story  found  hope  for  the  future  by  using 
anger  as  a  force  for  change.  A  paient  is  a  child's  best 
advocate;  you  can  make  a  difference. 


Judith  A.  Mayer,  MSW,  is  Project  Coordinator  for  an  inte- 
grated service  center  in  a  local  higli  school.  She  is  the  par- 
ent of  two  teenagers  who  have  special  needs. 

The  Research  and  Training  Center-  on  Family  Support 
and  Oiildren's  Mental  Health  pwvides  information  to  fam- 
ilies of  children  with  serious  emotional  disoiriers,  as  well 
as  professionals  and  other  interested  persons.  The  National 
Cleannghouse  on  Family  Support  and  Children's  Mental 
Health  includes  a  rational  toll-free  telephone  service,  a 
computerized  data  bank,  a  series  of  infonnation  slieets  on 
children  who  have  emotional  disabilities  and  tlieir  fami- 
lies, a  state-by-state  i-esource  file  and  a  family  resource 
com-dinator.  Contact:  The  National  Clearinghouse  on  Fam- 
ily Support  and  Childr-en's  Mental  Health,  Po-riland  State 
University,  PO  Box  751,  Portland,  Oregon  97207-0751, 
(800)  628-1696. 


^^erkshire 

j^^Jeadows 


A private,  non-profit  year-round 
residential  school  for  children 
who  are  developmentally  delayed 
and  may  be  multiply  disabled. 


We  believe 
that  all 
children,  no 
matter  how 
severely 
disabled,  can 
make  progress, 
and  that 
through  careful 
assessment  of 
all  aspects  of 
development, 
considered  planning  and  teaching, 
round-the-clock  structure,  and  a  nurturing 
environment,  children  can  achieve  their  maximum  potential. 


Beautiful  campus  in  the  heart  of  the 
Berkshire  hills,  with  cheery,  comfortable  semi- 
private  rooms 

Innovative  learning  center  with  unique,  year- 
round  curriculum 

Hydrotherapy  in  an  indoor  therapy  pool 
and  hubbard  tank 

Augmentative  communication  systems 
developed  along  with  total  communication 

Intensive  physical  therapy 

Around-the-clock  advanced  medical  care 

Associations  with  leading  specialists  and  major 
medical  centers 

Affiliation  with  SUl^ 

Parent  association  and  open-door  visiting  policy 

Gail  W.  Charpentier,  Executive  Director 
Berkshire  Meadows 
249  North  Plain  Road 
Housatonic,  MA  01236 
413/528-2523 
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R  EC  RE  A  T  L  ON 


Racing  Wheelchairs  for  Children 


By  Alynne  Landers 

Wheelchair  racing  is  fun,  recre- 
ational, therapeutic  and  highly 
competitive.  Adults  don't  have 
all  the  fun,  though — kids,  too,  are 
tearing  up  the  tracks.  Within  the  ju- 
nior class,  the  girls  are  as  tough  as 
the  guys— the  1992  and  1993  Sports 
'n  Spofces  Junior  Athletes  of  the 
Year,  Shannon  Morrisey  and  LeeAnn 
Shannon,  are  racing  champions. 

As  with  all  sports  and  recreational 
activities,  safety  considerations 
should  be  foremost.  It  is  advisable 


Racing  champion  LeeAnn  Shannon 
races  in  the  Top  End  Eliminator, 
manufactured  by  Top  End  by  Action, 
Pinellas  Park,  FL. 

that  a  protective  helmet  be  worn  at 
all  times  while  racing. 

From  the  standard  wheelchair  to 
today's  state-of-the-art  models,  the 


MANUFACTURERS  OF  RACING 
WHEELCHAIRS  FOR  CHILDREN 


BiO0kM  Piwtacts 

527  Casitas  Rd 

Santa  Barbara,  CA  93103 

(805)  965-3530 

Ei9it  Spottsduirt 

2351  Parkwood  Rd 
Snellville,  GA  30278 
(404)  972-0763 

FmInm 

827  Jefferson  Ave 
Cl0viS,CA93612 
(800)  866-4335 


Mympiaii 


7830  38tti  Ave  N,  Unit  #1 
St  Petersburg,  n.  33710 
(813)343-8375 

QiilGUa  DMigm/ 


20604  84th  Ave  S 
Kent,  WA  98032 
(800)342-1579 

TopEMlbytaliM 

4501  63rtl  Circle  N 
Pinellas  Park,  FL  34665 
(800)  532-8677 


PO  Box  380784 
Cambridge,  MA  02238 
(617)628-7955 


racing  chair  has  gone  through  many 
changes:  its  seat  angle  has  been 
raised  to  provide  better  sitting  sta- 
bility; the  seat  itself  has  been  low- 
ered; the  two  widespread  front  cast- 
ers have  been  replaced  by  one  large 
tire,  and  the  front  housing,  connect- 
ing the  front  wheel  to  the  frame,  has 
been  extended  to  create  an  open  V- 
shaped  form  or  a  single  bar,  an  T  or 
"T"  frame.  Today's  aerodynamic 
chairs  have  a  lower  center  of  gravity, 
provide  a  more  stable  seat  for  the 
racer  and  are  incredibly  fast. 

Racing  Wheelchair 
Components 

Scaled  down  to  proportionate  size, 
children's  racing  wheelchairs  have 
the  same  design  as  those  for  adults. 
•  Seats  come  as  variations  on  one  of 
two  forms.  The  first  looks  like  a  stan- 
dard wheelchair  seat  but  with  a 
shorter  depth  and  a  fabric  strap 
which  attaches  to  either  side  of  the 
seat  frame  to  go  over  or  in  front  of 
the  knees.  This  is  sometimes  referred 
to  as  a  baditional  seating  position. 

The  second  style  is  the  bucket 
seat  that  supports  the  lower  legs 
from  the  knees  to  the  ankles.  Tliis 
seat  keeps  the  legs  in  a  tucked  posi- 
tion under  the  racer's  torso, 
resulting  in  the  "kneeling" 
racing  position. 
•  Frames  are  generally  tubu- 
lar and  made  of  chrome- 
moly,  graphite  or  other  light- 
weiglit  composite  materials. 
The  more  aerodynamic  V- 
shaped  frame  consists  of  one 
or  more  sets  of  bars  that  con- 
nect to  a  center  bar  or  the 
front  wheel  housing  from 
each  side  of  the  seat.  This 
style  is  designed  for  ad- 
vanced racers  who  have  the 
flexibility  to  transfer  over 
side  bars  and  assume  » 
kneeling  position. 

"I"  or  "T"  frames  feature  a 
single  straight  biu"  extending 
to  the  front  wheel  housing 
from  underneath  the  racer's 
seat.  This  stylo  iillows  easier 


i  transfers  and  may  be  better  for 
]  quadriplegics  or  beginners. 
Frames  range  in  length  from 
about  30  to  52  inches  for  children, 
and  50  to  56  inches  for  youth.  A 


Quickie  Shadow  Racer,  Quickie 
Designs/Shadow  Products,  Kent,  WA. 

handbrake  is  located  near  the  front 
wheel  casing  on  the  center  frame 
bar,  along  with  a  track  compensator 
or  steering  system.  The  steering  sys- 
tem may  provide  the  ability  to  "lock- 
in"  a  steering  position  such  as  a  con- 
stant turn  or  straightaway  so  the 
racer  may  concentrate  more  on 
propulsion  than  steering. 

•  Rear  wheels  usually  measure  24  or 
26  inches;/?'on/  wfieels  are  16  or  20 
inches  for  children  arid  youth.  Some 
models  have  a  "fender"  running  over 
the  t  op  portion  of  the  rear  tires  to 

.  -^vent  chafing  on  the  inside  of  a 
laser's  arms.  Handrims,  orpushrims, 
on  the  rear  wheels  range  from  13  to 
16  inches;  the  optimum  diameter  is 
determined  by  what  is  most  com- 
fortable for  the  individual  racer. 

•  A  variety  oi foot  plates  have  been 
developed  for  various  abilities  and 
preferences.  \  fixed  platform  may 
be  best  for  children  who  have  diffi- 
culty transferring  or  strapping  in 
their  feet.  For  others,  a  simple  foot 
strap  may  be  sufficient. 

Accessories 

While  standard  equipment  will  get 
your  child  to  the  finish  line,  there 
are  many  available  accessories  to 
help  racers  do  it  more  efficiently. 
Piish-glorrs  help  to  protect  the 
luxnds  luid  may  give  better  traction 
for  each  push.  Safety  lights  may  be 
added  for  higher  evening  visibility, 
luid  water  bottles  or  drinking  sys- 
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terns  can  help  a  racer  keep  cool. 
Tool  kits  are  handy  for  dealing  witli 
minor  mishaps,  and  cordless  com- 
puters assist  in  race  training.  Side 
guards,  which  protect  a  racer's 
clothing  from  entering  the  spokes  of 
the  rear  wheels,  may  be  standard  or 
optional  equipment. 

As  far  as  appropriate  racing  wear 
is  concerned,  anything  goes!  For 
recreational  racing,  anytiiing  com- 
fortable will  do — however,  clothing 
should  not  be  too  loose  or  include 
belts  or  scarves  which  might  tangle 
in  the  rear  wheels.  Competition  rac- 
ing outfits  are  colorful  and  diverse. 
Form-fitting  body  suits  are  becom- 
ing the  norm  in  competitions  world- 
wide. Shoes,  however,  are  more 
often  than  not  left  on  the  sidelines. 
For  reduced  weight  and  wind  resis- 
tance, most  racers  wear  only  socks 
or  go  barefooted  during  workouts  or 
competitions. 

Competitions 

Young  racers  can  pit  their  abilities 
and  equipment  against  one  another 
and  the  clock  at  local,  regional,  na- 
tional and  international  competi- 
tions. Children  are  allowed  to  com- 
pete in  marathons  along  with  adults, 
but  there  are  also  many  events 
specifically  for  children  that  are  held 
in  coryunction  with  adult  events. 
For  kids  only,  the  Junior  National 
Wheelchair  Championships  are  held 
annually  in  the  United  States;  com- 
parable events  are  held  in  many  for- 
eign countries. 

More  information  on  competitive 
events  is  available  from:  National 
Handicapped  Sports  (Rockville,  MD, 
301/217-0960),  Wheelchair  Sports, 
USA  (Colorado  Springs,  CO, 
719/574-1150)  and  International 
Wheelchair  Road  Racers  Club 
(Stamford,  CT,  203/967-2231). 


Alynne  Landers,  M.I.M.,  is  a 
Program  Specialist  at  ABLEDATA, 
the  govemmeni-Junded  project 
which  maintains  the  assistive  tech- 
nology database  by  the  same  mime. 
Hie  database  lists  more  thnn  19,000 
products  for  persons  with  physical, 
cognitive  and/or  sensory  disabili- 
ties. The  project  is  managed  by 
Macro  International  Inc.  for  the 
National  Institute  on  Disability 
and  Rehabilitation  Research  (con- 
tmei  no.  HN92026001). 


At  Devereux... 

a  helping  hand  is  just  a  phone  call  away 

1-800-345-1292 


In  a  nationwide  network,  Devereux 
provides  services  to  individuals  of  ail 
ages  who  have  a  wide  range  of 
emotional  disorders  and/or 
developmental  disabilities. 

Devereux  services  include: 

•  residential  treatment  centers 

•  community-based  group  homes 

•  day  treatment  programs 

•  transitional  living 

•  acute  and  partial  hospitalization 

•  foster  care  homes 

•  family  counseling  and  therapy 

•  in-home  services 

•  aftercare  programs 


1^ 


Devereux 
Since  1912 
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NEW!  from 
The  Advocado  Press 

A  handy  manual  for  parents,  advocates, 
caregivers,  staffpersons,  volunteers, 
for  anyone  who  believes  that  adults 
labeled  severely  and  profoundly  retarded 
can  both  enjoy  and  contribute  to  a  full, 
meaningful  life  in  our  communities. 
A  fresh  and  practical  approach  to  all 
aspects  of  organizing  and  operating 
an  exemplary  community-based  daily  living  program. 

Compact  but  thorough,  Agenda  for  Real  Life  includes: 

-Physical  requirements  for  a  site, 

-A  variety  of  sources  for  funding, 

-A  natural  basis  for  planning  and  i  jheduling, 

-Guidelines  for  meaningful  adult  activities. 
A  book  to  use  every  day  as  a  convenient,  indispensable  source  of  ideas. 
Order  from: 

The  Advocado  Press,  P.O.  Box  145,  Louisville,  KY  -10201 

1  copy  $8.95, 2-4  copies  $8.25  each,  postage  paid  if  you  mention  this  ad. 

For  discounts  on  larger  quantities,  call  (502)  459-5343. 

Checks  payable  to  The  Advocado  Press.  A'low  6-8  weeks  for  delivery. 
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R  E  C  RE  A  T  ION 


Resources 

The  following  national  organizations  sponsor  recreational  events 
and/or  provide  informaiion  about  recreation  programs  for  people 
with  disabilities.  Groups  listed  in  the  general  recreation  category  can 
provide  information  and  referrals  for  a  number  of  recreational  activi- 
ties, including  many  for  which  there  is  no  national  organization. 


U.S.  Association  for  Blirui  Athletes.  Photo:  Eric  Horan. 


BECREATOW(GENgU>L) 

American  Athletic  Association 
of  the  Deaf 

3607  Washington  Blvd,  Ste  4 
Ogden.UT  84403-1 737 
(801)  393-8710  (Voice) 
(801)  393-7916  (TFY) 
(801)  393-2263  (FAX) 
all  ages,  deaf  and  hard  of  hearing; 
referrals  to  local  groups,  annual 
children's  sports  festival 

Boy  Scouts  of  America 
Scouting  for  the  Handicapped 
Service 

1 325  W  Walnut  Hill  Ln 
lr\-:.ig,  "FX  75038 
(214)580-2000 
referrals  to  local  troops 

Canadian  Wheelchair  Sports 
Association 

1600  James  Naismith  Dr 

Gloucester,  ON 

CANADA  K1B5N4 

(613)748-5685 

(61 3)  748-5722  (FAX) 

all  ages;  referrals  to  local  groups 

national  programs 


GIri  Scouts  of  the  USA 
Services  for  Giris 
with  Disabilities 

420  5tti  Ave 

NewYork,  NY  10018 

(212)  852-8000 

(212)  852-6515 

referrals  to  local  troops,  training 

for  scout  leaders 

international  Center 
on  Special  Recreation 

c/o  John  Nesbitt 

362KoserAve 

Iowa  City,  lA  52246-3038 

(319)337-7578 

all  ages,  all  disabilities:  referrals  to 
local  groups,  information  on  recre- 
ational activities 

National  Handicapped  Sports 

451  Hungertord  Dr,  Ste  100 
Rockville,  MD  20850 
(301)217-0960 
(301)  217-0968  (FAX) 
ages  5  and  older,  all  physical  and 
developmental  disabilities;  refer- 
rals to  local  groups,  parent  advo- 
cacy training 


National  Sports  Center 
for  the  Disabled 

PO  Box  36 

Winter  Park,  CO  80482 

(303)  726-5514 

(302)  892-5823  (FAX) 

all  ages,  all  disabilities:  referrals  to 

local  groups,  national  programs 

Wheelchair  Sports,  USA 
(National  Wheelchair  Athletic 
Association) 

3595  E  Fountain  Blvd,  Ste  LI 
Colorado  Springs,  CO  80910 
(719)574-1150 

ages  5  and  c'der,  referrals  to  local 
groups,  national  office  for  various 
sports 

US  Association 
for  Blind  Athletes 

33  N  Institute  St 

Colorado  Springs,  CO  80903 

(719)630-0422 

all  ages:  ta: national  and 

international  sports  events 

US  Cerebral  Palsy 
Athletic  AssoclatiOR 

500SErvaySt,Ste352B 

Dallas,  TX  75220 

(214)352-4100 

ages  6  and  older,  cerebral  palsy 

and  related  conditions;  referrals  to 

local  groups 

National  Wheelchair 
Basketball  Association 

c/o  Stan  Labanowich 
Univ  of  Kentucky 


llOSeaton  BIdg 
Lexington,  KY  40506 
(606)257-1623 
(606)  258-1090  (FA)q 
teenagers  with  mobility  impair- 
ments; referrals  to  local  groups 

BOWLING 

Wheelchair  Bowling 
Association 

c/o  Walter  Roy 
3620  Tamarack  Dr 
Redding,  CA  96003 
(916)243-2695 

all  ages;  referrals  to  local  groups, 
information 

HSHIWG 

Fishing  Has  No  Boundaries 

PO  Box  175 

Hayward,  Wl  54843 

(715)634-3185 

all  ages,  all  disabilities:  fishing 

events 

GARDEMNG 

American  Horticultural 
Therapy  Association 

362A  Christopher  Ave 

Gaithersburg,  MD  29879 

(301)948-3010 

(301)  869-2397  (FAX) 

all  ages,  all  disabilities:  referrals  to 

local  groups,  employment  program 

HOCKEY 

American  Sladge  Hockey 
Association 

c/o  John  Schatzlein 
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FEEL  N*  TWIST 


.'..a  gamejor  everyone! 


Sportime  AbilKations'  FEEL  N*  TWSt  is  an  original 
tactile  game  for  players  of  «11  ages  and  aUlities. 

Though  originally  designed  by  an  adaptive  specialist 
for  her  visually  impaired  students,  FEEL  mWIOTcan 
also  be  played  by  those  other  physical,  mental,  and 
auditory  impairments.  It  features  raised  foam  shapes  that 
atteK:htoa\*Tylnriatv!aVelcro*.ThisnKivableconfiguration 
enables  teachers  and  parents  to  modify  games  each  time 
the/replayed.  The  game  is  availablewith  standard  text  or 
durabtepiastic  Braille  cards  to  guide  play. 

Bendits  of  pk^g  include  improved  coordination,  motor 
planning,  reading,  tactile  skills  and  group  participation. 

.15581202<C4  FEELrrmnST.  With  plastic  Braille 

cards.  139^«». 

15580202-E4  FEELrmnST.  With  Standard  text 
on  card  weight  stock.  .69.95*^ 

AbiliTATioNslw 

To  order  FEEL  IT  1WI8T  or  a  free  ABIUTAIKmS 
catalog  loaded  with  products  for  special  needs  populations 

1-900^283-5700  Dept.#AAD19 


IT 


Right  Foot 


Braille  finish 
on  game  pieces 


Circl««189 


10933  Johnson  Ave  S 
Bloomington,  MN  55437 
(612)  750-3973 
teenagers  with  mobility  impair- 
ments; referrals  to  local  teams 

HOBSEBWKBIDIHC 

North  American  Riding  for  ttie 
Handteapped  Association 

PO  Box  331 50 

Denver,  CO  80233 

(800)  369-7433 

(303)452-1212 

all  ages,  all  disabilities;  referrals 

to  local  groups 

PERroMMMGARTS 

Association  for  Theatre 
and  Disability 

c/o  Access  Theatre 

527  Garden  St 

Santa  Barbara,  CA  931 01 

(805)  564-2063 

(805)  564-2424  (TTY) 

(805)  564-0051  (FAX) 

all  ages,  all  disabilities:  referrals 

to  local  groups 

Very  Special  Arts 

1331  FStNW.Ste  800 
Washington,  DC  20004 
(202)  628-2800 
(202)  737-0645  (TTY) 


all  ages,  all  disabilities;  referrals 
to  local  branches,  programs  in 
drama,  dance,  creative  writing,  lit- 
erature, music  and  the  visual  arts 

ROAPmCIHG 

International  Wheelchair  Road 
Racers  Club 

c/o  Joseph  M.  Dowling 

30  Myano  Ln 

Stamford,  CT  06902 

(203)  967-2231 

(203)  327-7999  (FAX) 

all  ages;  referrals  to  local  groups 

SUING 

Canadian  Association 
for  Disabled  Sklmg 

Box  307 

Kimberley,  BC 

Canada  VIA  2Y9 

(604)  427-7712 

(604)  427-771 5  (FAX) 

all  ages,  all  disabilities;  referrals 

to  local  groups,  information 

SOFTBAU. 

National  Wheetehair  Softball 
Association 

c/o  Jon  Speake 
1616  Todd  Ct 
I  Hastings,  MN  55033 


The  Bot^fiis-Stanton  Winter 
Park  Outdoor  Center  in 
Wiiiter  Park,  Colorado,  pro- 
vides a  universally-aecessible 
trail  system  for  hiking,  camp- 
ing aiid fishing  to  participants 
in  smntner  programs  spon- 
sored by  the  NationcJ  Spoiis 
Center  for  the  Disabled. 
Photo:  JeffStine. 


(612)437-1792 
referrals  to  local  groups 
30  teams  nationvMe 

TENNIS 

National  Foundation  of 
Wheelchair  Tennis 

940  Calle  Amanecer,  Ste  B 
San  Clemente,  CA  92672 
(714)  361-6811 

ages  7  and  older:  referrals  to  loni 
groups  annual  camp,  national  and 
local  tournaments 


WATER  SPORTS 

American  Water  Ski 
Association 

c/o  Phil  Martin 
Adaptive  Aquatics 
PO  Box  21 

Jackson  Gap,  AL  36861 

(205)  825-9091 

(205)  825-8332  (FAX) 

all  ages,  all  disabilities;  referrals 

information 

Canadian  Wheelchair 
Sports  Association 

Committee  for  Sailors 

with  Disablities 

1 600  James  Naismith  Dr 

Gloucester,  ON 

Canada  K1B5N4 

(613)748-5685 

(613)748-5722  (FAX) 

all  ages,  all  disabilities:  referrals 

to  local  groups 

US  Wheelchair  Swimming 

c/o  Larry  Quintilani 
229  Miller  St 
Middleboro,  MA  02346 
(508)946-1964 

ages  7  and  older:  referrals  to  local 
groups,  recreational  and  competi- 
tive swim  programs 
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Empowering 
Individuals  to  Share 
Tlieir  God-given  Gifts 
with  the  Community 

St.  John's  Villa,  founded  in  1948,  Is  a  private.  Catholic,  non- 
profit residential  community  providing  a  caring,  loving 
environment  which  enhances  the  growth  of  each  adult 
resident  towards  self-acceptance  and  respect  The  Villa 
Integrates  a  residential  adult  population  with  mild  to  severe 
mental  retardation  with  outreach  programs  in  Carroll  County 
attempting  to  empower  individuals  to  share  their  God-given 
gifts  with  the  community.  St  John's  Villa,  nestled  In  the  hills 
of  northeastern  Ohio,  resembles  a  small  rural  community 
and  is  located  near  the  friendly  town  of  Carrollton. 


ServicBb 

Vocational  Training 

'  Speech  and  Language 

Development 
■  Physical  Educition 

and  Swimming 
'  Case  Management 

Services 


Provided 

•  Leisure  Activities 

•  Personal  Living  Skills 

•  Social  and  Domestic 
Skill  Training 

•  Community-based 
Supportive  Employment 
and  Living 


St.  John's  Villa 


For  Information  Contact: 
Sister  Elaine  Wetwr,  O.S.F. 
Executive  Director 
(216)  627-9789 

Circle  #75 


Mailing  Address: 
P.O.  Box  457 
620  Roswell  Rd.  N.W. 
Carrollton,  OH  44615 


Children's  Care 
Hospital  &  School 


CHILDREiyS  CARE  HOSPrTAL 
&  SCHOOL  (formerly  Crippled 
Children 's  Hospital  &  School)  is  a 
private,  nonprofit  facility  serving 
over  1000  children  with  disabili- 
ties and  their  families  each  year. 
CCHS  offers  individualized,  family- 
centered  programs  through  day 
school,  outpatient,  outreach,  or 
residential  services. 

Contact:  Nathan  Anderson 
Children's  Care  Hospital  &  School 
2501  West  26th  Street 
Sioux  Falls,  SD  57105-2498 
(605)  336-1840  or  (800)  584-9294 


Special  Force 
Family  Ministries 


A  PLACE  TO  CALL  HOME 

Special  Force  Family  Mini.strie.s  oper- 
ates .superior  quality  residential 
programs  For  adults  with  menial 
retardation  in  private  homes  near 
Minneapolis,  MN  and  S|')ringfield, 
M(^.  Residenls  Ix'come  memlx-rs  of 
individual  families  where  Chri.slian 
values  are  aflirnied.  Community 
involvement.  Recreational  opportuni- 
ties. AfFordahle  rates.  F'.stablished 
1973.  Call  for  details. 

(;<)ntaet: 

Special  Force  Family  Ministries 

!>.().  Uox  47.  Waconia,  MN 
(612)  442-4441 


Private,  501(c)(3) 
Nonprofit  Community 


"THEIR  COMMUNITY  ...  WITH 
OUR  HELP"  Residential,  day,  and 
evening  programs  and  services  for 
adults  with  developmental  disabilities. 

•  I'aid  Vocational  Training 

•  Visual  and  Performing  Arts 

•  Daily  Living/Life  Skills 

•  'l  lierapeutic  Recreation 

•  (;ase  Management 

•  Health  Services 

•  ()ff-(;ampus  Activities 

•  125  Acre  Wooded  l^nvironment 

Annandale  at  Suwance,  Inc. 

.^500  Annandale  bine 
Suwance.  CA  .W174 
(4()-))  945-«.^«l 


TENNESSEE 


m 


SINCE  1060 


TALL  PINE  CAMP.  Co-ed  mountain 
camping  for  children  and  adults  with 
MR.  Programs  and  activities  ha.sed  on 
individual  abilities.  I'rof  .staff  full- 
time  nurses.  Self-carc  61  .social  skills 
emphasized.  Academics,  ind.  com- 
puter programming.  Recreational 
activities  including:  .swimming,  crafts, 
boating.  ec|ue.strian  prog.,  etc.  2.  3.  6 
wk.  .se.ssion.s  available. 

Contact:  Ron  &  Cammie  i;ydt 
Tall  Pine  Camp 

1 14  Tall  Fine  Circle 

Tellico  Plains,  'FN  PiH=, 

( 6 1 5  )26 1  - 2.3 29/(  6 1 5 )  26 1  -  2 1 3« 


33rd  Year 


A  VERY  SPECIAL  CAMP  FOR 
SPECLVL  NEEDS  CAMPERS. 

A  co-ed  residential  camp  for  the: 

•  l-carning  Disabled,  ADD. 

•  Neurologically  Impaired. 
•Mild-Moderalc  MR. 

[.(Kilted  in  beautiful  High  FalLs  in  the 
Cat.skill  Mts.  of  NY  state. 
2.  1,  S  wk.  .se.s.si()ns.  I  lighly  (lualified 
.>tal"f  .\3rd  year.  I'lec  hrocluire. 

Contact:  Mriiria  K.  I'alik,  Pli  D. 
Camp  Huntington 

S6  Urucc-ville  Road 
High  Falls.  NY  1244(1 
(')l  ()6«7-7«l() 


"MAXIMIZING  INDIVIDUAL 
POTENTIAL" 

•  Community-ba.scd,  positive  learn- 
ing environment  lor  diiricult-t<^placL' 
children,  adolescents  and  young 
adults  with  MR,  autism,  communica- 
tion disorders,  challenging  iK'hav- 
iors,  and  developmental  cii.sabilitics. 

•  12-mo.  day/residential  programs. 
•10  miles  west  of  Ho.ston. 

Oontait-  Admi.ssi()ii.s  Diicdor 
The  Learning  Center 

411  vX'averley  Oak.s  Road 
Waltham,  MA  02154 
((.17)  mUAM) 
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Special  Olympics 
State  Chapters 

Special  Olympics  participation  is  open  to  individuals  wtio  are 
more  than  five  years  of  age,  and  wtio  tiave  mental  retardation 
or  cognitive  delays.  Children  may  begin  participating  in  Special 
Olympics  competitive  events  at  the  age  of  eight. 

This  spring  and  summer,  Special  Olympics  state  games  will  be 
conducted  by  all  51  state  chapters.  Prior  to  state  games,  athletes 
will  compete  in  local  or  area  competitions  that  will  take  place  in 
more  than  1,500  sites  around  the  country.  Athletes  will  compete  in 
such  sports  as  swimming,  Softball,  running,  equestrian  events  and 
bowling.  For  more  infdmiation  on  Special  Olympics  events  in  your 
area,  contact  your  state's  chapter  (Phone  numbeis  listed  are  for 
voice  only.) 

More  than  450,000  athletes  will  take  part  in  Special  Olympics 
competitions  this  year;  some  will  have  the  opportunity  to  represent 
Team  USA  at  the  1995  Special  Olympics  World  Summer  Games  in 
New  Haven,  Connecticut  For  more  information  on  the  World 
Summer  Games,  contact:  Special  Olympics  International 
Headquarters,  1350  New  York  Ave,  NW,  Ste500,  Washington,  DC 
20005-4709,  (202)  628-3630  Voice  only 


ALABAMA 

880  S  Court  St 
Montgomery 
AL  36104 
(205)  242-3383 

ALASKA 

21 -41 0  2nd  St 
Elmendorft 
AK  99506 
(907)  333-7006 

ARIZONA 

3821  E  Wier  Ave 
Phoenix,  AZ  85040 
(602)  470-1080 

ARKANSAS 

11 23  S  University, 
Ste1017 

Uttle  Rock,  AR  72204 
(501)666-0423 

CAUFORNIA 

501  Colorado  Ave, 
2nd  Fl 

Santa  Monica 
CA  90401 
(310)451-1162 

COLORADO 

1 400  S  Colorado  Blvd, 
Ste  400 

Denver,  CO  80222 
(303)  691-3339 

CONNECTICUT 

50  Whiting  St 
Plainville,  CT  06062 
(203)  747-5338 


DEUWARE 

Hudson  Ctr 

501  Ogletown  Rd, 

Rm  123 

Newark,  DE  19711 
(302)368-6818 

WASHINGTON,  DC 

220  Eye  St  NE, 
Ste  140 

Washington,  DC 
20002 

(202)  544-7770 

FLORIDA 

2639  N  Monroe  St, 
#151A 
Tallahassde 
FL  32303 
(904)  385-8178 

GEORGIA 

3772  Pleasantdale  Rd, 
Ste  195 

Atlanta.  GA  30340 
(404)414-9390 

HAWAII 

1085SBeretaniaSt, 
Ste  200 

Honolulu.  HI  96814 
(808)531-1888 

IDAHO 

8426  Fairview  Ave 
Boise.  ID  83704 
(208)  323-0482 

ILLINOIS 

605  E  WiHow 
Normal,  IL  61761 
(309)  888-2551 


INDIANA 

5648  W  74th  St 
Indianapolis 
IN  46278 
(317)328-2000 

IOWA 

4921  Douglas,  Ste  1 
Des  Moines,  lA  50310 
(515)278-2513 

KANSAS 

5830  Woodson,  #106 
Mission,  KS  66202 
(913)  236-9290 

KENTUCKY 

214  W  Main  St 
Frankfort  KY  40601 
(502)  227-7296 

LOUISIANA 

200  SW  Railroad  Ave 
Hammond,  70403 
(504)  345-6644 

MAINE 

28  School  St 
Gorham,  ME  04038 
(207)  839-6030 

MARYLAND 

5020  Campbell  Blvd, 
SteF 

Baltimore.  MD  21236 
(410)  931-4100 

MASSACHUSEHS 

PO  Box  303 
Hathome,  MA  01937 
(508)  774-1501 

Cmlinued  on  page  64 


You're  looking  at  scalamobil?a  remarkable  system 
designed  to  take  on  tiie  toughest  stairs.  Fully  automatic 
safety  brakes.  Only  42  pounds,  it's  half  the  weight  of 
other  systems.  Folds  to  the  size  of  a  large  briefcase. 

For  more  about  scalamobill 
and  other  alber*  products, 
call  and  find  out  what's  next 


s  i\z.e  oi  a  large  uricii.<i»c. 

irai 


TfCHHam»HKfTiHa  mc 

307  Bacon  Roan  •  Rougemonl  north  Carolina  27572  •  (919)477-m7-  Fax  (919)477-2294 


Circle*  178 


Willow  River  Farms 

is  an  active  organic  farming  and  artisan  community 
meeting  the  special  needs  of  men  and  women  with 
mental  retardation. 

At  Willow  River  we  offer... 

□  A  family-based  home  environment  that 
incorporates  traditional  values 

□  A  setting  that  fosters  personal  growth, 
independence,  and  self  respect 


□  Opportunities  for  productive  work  through 
individualized  programming 


□  A  home  for  persons  age  21  and  older 


For  further  information  contact.. 
Jimmy  R.  Haskins,  Ed.D. 
Director 

Willow  River  Farms 
P.O.  Box  450 
San  Felipe,  Texas  77473 
(409)  885-4121 


WIUOWIWERmRMS 


Operated  by:  CRI 
B.R.  (Bill)  Walker,  Ph.D. 
Executive  Director 
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Free  Product  &  Service 
Information 


^  helps  keep  an  exceptional  child's  legs  in 
place  and  warm  by  completely  wrapping 
them  comfortably.  Two  styles  available. 

Fully  assembled  in  the 
United  States  with  U.  S.  materials. 
Quality  workmanship.  Carefully  inspected. 

.  more  than  a  hug! 

P.O.  Box  178  •  Fort  Jones,  C  A  96032 
(916)  468-5475  FAX:  (916)  468-5492 


Circle  #  191 


Subscriptions 


EXCEPnOHAL  PARENT 

P.O.  BOX  3000,  DEPT.  EP,  DENVILLE,  NJ  07834 
(800)  247-8080  (NEW  SUBSCfflPTIONS  ONLY) 
(800)  562-1973  (CUSTOMER  SERVKE) 

Exceptional  Parent  mgdzme  has  accepted  product  and  service 
aMrtising  since  1973  tjecause  advertising  provides  important 
inlurmation  for  consumers.  The  acceptance  ol  advertising  in 
Exceptional  Parent  tioes  not  constitute  nor  imply  endorsement 
by  Exceptional  Parent  magaz\ne,  its  editors  or  its  Editorial 
Advisoiy  Board.  Readers  need  to  consult  with  trusted  clinicians 
to  determine  the  appropriateness  of  products  or  services  for 
their  specific  needs. 

EDITORIAL  INFORMATION:  Contact  Dr.  Stanley  Klein. 
Exceptional  Parent,  209  Harvard  Street.  Suite  303.  Brookline 
MA  02146-5005.  Return  postage  must  accompany  all  manu- 
scripts, drawings  and  photographs  submitted.  Puulisher 
assumes  no  responsibility  fof  unsolicited  material. 

PHOTOCOPYING:  Nothing  may  be  reprinted  in  whole  or  in  part 
without  written  permission  from  the  publisher.  Authorization  to 
pfiotocopy  items  fof  internal  or  personal  use.  or  the  internal  o.' 
personal  use  ol  specific  clients,  is  granted  by  Psy-Ed 
Corporation  for  users  registered  with  the  Copyright  Clearance 
Center  (CCQ  Transactional  Reporting  Service,  provided  that 
the  base  fee  ol  $1  per  cooy,  plus  $.50  per  page  is  paid  directly 
to  CCC.  27  Congress  St  .Salem .  MA  01 970  For  the  organi7a  ■ 
tions  that  have  been  granted  a  photo  copy  license  by  CCC.  a 
separate  system  of  payment  has  been  ananged  The  fee  code 
for  users  of  the  Transactional  Reporting  Service  is  0046 
9157/89/$!  00  t  .50. 

MICROflLM:  Microfilms  ol  all  issues  arc  availabip  from 
University  Microfilms,  300  North  /eeb  Road.  Ann  Arbor. 
Ml  48106 


CEPnOSlAL 

lARmr 


120  state  Street 
'  1  Hackensack,  NJ  07601 


Vimim 


Phone  (800)  E-PARENT  (.372-7368) 
Fax  (201)  489-1240 


Vice  President  Advertising  Sales 
KERRY  J.  CANNON 

Sales  Representatives 

BARBARA  NASTRO 

New  England,  East  Canada. 
DE,  DC,  MD,  NJ,  NY,  PA,  VA,  WV 
Schools,  Camps,  Residences,  Classified  &  Special  Sales 
(201)  680-4874 
(201)  680-8355  Fax 

WILLIAM  MIDDLETON 

Southeast  (AL,  FL,  GA.  KY,  MS,  NC,  SC,  TN) 
(404)  973-9190 
(404)  565-7013  Fax 


ANTHONY  ARNONE 

Midwest  (IN,  KS,  MN,  ND,  OH,  SD,  UT,  CO) 
(708)428-5162  Phone  and  Fax 

JOHNMAISa 

Midwest  (IL,  lA,  NB,  Ml,  MO) 

(708)416-0780 

(708)  416-0793  Fax 

JANE  HAYWARD 

Southwest  (AR,  AZ,  LA,  NM,  OK.  TX) 
(714)  366-8455 
(71 4)  366-9289  Fax 


RICHARD  AYER 

West  Coast  (So  r.A,  NV) 
(714)366-9089 
(714)  366-9289  Fax 


WILLIAM  HAGUE 

West  Coast  (AK,  No  CA,  Hi.  ID.  Mt,  OR,  WA.  W.  BC) 
(206)  858-7575 
(206)858-7576  Fax 

Ad  Traffic  Manager 

STEFANIEFERRANTE 

120  State  Street 
Ilarkeasack.NJ  07001 
I'lione  (800)  K-PARKNT  (:(72-7:«18) 
Fax  (201)  •18!l-12'10 
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A  SPECIAL  SERVICE  FOR  EXCEPTIONAL  PARENT 
READERS!  This  Reply  Card  enables  you  to  receive 
FREE  information  about  products  and  services  seen  in 
Exceptional  Parent. 

How  to  use  this  service-. 

1.  Locate  the  number  at  the  bottom  of  each  ad  or  refer  to 
the  Directory  of  Advertisers. 

2.  Circle  the  numbers  on  the  Reply  Card  that  correspond  to 
the  companies  or  products  about  which  you  would  like  to 
receive  free  literature. 

3.  Fill  in  your  name  and  address  on  the  card  and  mail  the 
postage-paidcarti.  You  will  receive  free  literature  from 
each  company  for  which  you  circled  a  number. 

4.  If  both  Reply  Cards  have  been  removed  from  this  issue, 
just  call  or  write  to  the  companies  directly.  Be  sure  to  tell 
them  you  saw  their  ad  in  Exceptional  Parent! 


Directory  of  Advertisers 


Circie  Adveitictr 


Apple  Computer  21 

170  Aquatic  Therapy  46 

6  Ber1<shire  Meadows  51 

7  BHC-JA  Preston  C4 

8  Bruno  35 

190  Care  Concepts  17 

10  Charies  C.  Thomas  27 

1 85  Children's  Specialized  Hospital  30 

186  Civitan  International  18 

11,12    Columbia  Medical  25,45 

145  CompCare  18 

16  Convaid  C3 

14  Crow  River  13 

18  Cumberiand  Hospital  32 

19  Devereux  53 

Disability  Rag  53 

25  Equipment  Shop  18 

26  Estate  Planning  18 

Exceptional  Parent  Library  66, 67 

27  Evergreen  6 

174  Family  Clubhouse  46 

30  Ford  C2 

153  Friendly  Earth  48 

187  Hanen  Program,  The  30 

39  HMS  School  37 

36  Haverich  Ortho-Sport,  Inc  14 

38  Heartspring  40 

40  Homecare  Products  64 

42  Innovative  Products  31 

44  Jay  Medical  3 

46  Kid-Kart  15 

191  Kotton&  Koala  58 

48  Laureate  Learning  37 

176  Morris  Corn  62 

168  Merrill  Lynch  5 

52  Mulholland  6 

161  Pathfinder  Village  48 

123  PI  Bear  20 

66  Ritton  26 

67  Rollins  Healthcare  34 

75  St.  John's  Villa  56 

68  Sentient  Systems  7 

69  Snug  Seat  39 

189  Sportime   55 

76  Stariight  FoO^/e,^r   7 

78  Stroller  Pak  31 

120  Teledyne  Brown   41 

122,  178  TMI   26,  57 

8?  Tiiaid  44 

188  Whilmyer  Biompchanix   37 

1B>'  VVillmv  River  l-arms   57 

8fa  Woodbury  Products   44 


Free  Product  &  Service  Information 


A.  Are  you  a  subscriber  to  Exceptional  Parent? 

Yes  Q  No  (If  no,  please  see  the  subscnption  card  in  tfiis  issue.) 


Name 


Occupation/Title 


Company/Association , 

Address  

City  


Phone(  )- 


.State. 
.  Fax(_ 


.Zip- 


)- 


B.  Annual  Household  Income  (include  all  family  members) 
iQLess  than  $30,000 


$50,001  -  $75,000 
sQ  $75,001  -  $100,000 
$100,000+ 

Rent 
i2ul  Rent 


2^  $30,001  -  $40,000 
3^  $40,001  -  $50,000 

C.  Do  you  live  in  a(n): 
?□  Home  sQ  Own 
io3  Apartment  nGOwn 

D.  In  all,  how  many  automobiles  do  you  and.  others  in  your 
household  own  or  lease? 

One  uQTwo  isQ  Three  or  more 

E.  Do  you  plan  to  purchase  a  product  or  service  advertised  in 
Exceptional  Parent  within  (check  one): 

leQ  one  month  isQ  nine  months 

!?□  three  months  isQ  one  year 


Issue  Date:  May  31, 1994 
Expiration  Date:  August  31,  1994 
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Free  Product  &  Service  Information' 


ERIC 


A.  Are  you  a  subscriber  to  Exceptional  Parent? 

Yes  Q  No  (II  no.  please  see  the  subscnption  card  in  this  issue.) 


Name 


Occupation/Title 


Company/Association  . 

Address  

City  


.  Statp 


.Zip. 


.Fax(_)_ 


Phone(  )  

B.  Annual  Household  Income  (include  all  family  members) 
iQ  Less  than  $30,000 


4Q  $50,001  -  $75,000 
5Q  $75,001  -$100,000 
6Q  $100,000+ 

9Q  Rent 
12G  Rent 


2Q  $30,001  -$40,000 
3^  $40,001  -  $50,000 

C.  Do  you  iive  'n  a(n): 
7^  Hono  8G  Own 
loG  Apartrnrnt     n  JOwn 

D.  In  all,  how  many  automobiles  do  you  and  others  in  your 
^iousehold  own  or  lease? 

i3iG0ne  mGTwo  15^  ThrbS  or  more 

E.  Do  you  plan  to  purchase  a  product  or  service  advertised  in 
Exceptional  Parent  within  (check  one): 

16^  one  month  leQ  nine  months 

17^  three  months  19Q  one  year 

o  r  ' 


Issue  Date:  May  31,  1994 
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Bdoks,  AudioAfldeo 
&  Educational  Material 


Clothing 


Equipment  Dealers 


National 


American  Discount  Medical 

i  Spring  Savings  on  ALL  Strollers — 
:  Equipment  and  Supplies  Discounted 
'  to  50%.  Call  800-877-9100.  Free 
;  brochure. 


Riciiman  Cotton  Company 

100  %  Cotton  Clothing  &  Blankets 
Easy  to  dress.  Easy  to  see. 
FREE  Catalog.  800-992-8924 


Cribs  &  Youth  Beds 


HARD  Manufacturing 

230  Grider  Street 

Buffalo,  NY  14215 

(800)  USE- HARD 

The  #1  mfg.  sets  the  standard 

for  safety  in  hospitals.  216  colorful 

models  available.  HARD  will  adapt 

products  to  meet  your  special 

requirement. 


Let  them  know 
you  saw  their  ad  in 
EXCEPTIONAL  PARENT! 


Florida 


Ross'  Bibs 

Haco,  Inc. 

PO  Box  5642,  Asheville,  NC  28813 
(704)  274-0075 

These  Bibs  were  originally  made  for 
our  son,  Ross,  by  his  Aunt 
Catherine.  Now  we  can  make  them 
for  your  special  child.  They  are  made 
of  machine  washable,  long  lasting, 
heavy  duty  vin^l.  The  large  child  size 
is  $13.95.  The  teenage/small  adult 
size  is  S15.95;  plus  $2.00  shipping. 
Other  sizes  available,  please  call  for 
more  information. 


Bulletin  Board 


UNCS-BBS  C/0  PHP 

535  Race  Street,  #140 
San  Jose,  CA  95126 
(408)  294-6933  BBS 
(408)  288-5010  Voice 
Electronic  bulletin  board  housing 
hundreds  of  resources  for  families 
and  prof,  caring  for  children  with 
special  needs.  Resource  directory, 
file  database,  Intel  net  mail  and 
more!  No  on-line  charges.  Settings; 
N-8-1,  up  to  14,400  baud,  24  hours. 


i  Home  Medical  Equipment  Co. 

I  2137  Fowler  Street 
Ft.  Myers,  FL  33901 
i  (800)226-0404 

I  Custom  wheelchairs  and  seating  for 
I  pediatric  to  geriatric.  On-site  repair 
I  center.  Rental  of  most  medical 
I  equipment  and  vans.    


Massachusstts 


Incontinence 


Atlantic  Rehab.,  Inc. 

81  RumfordAve. 

Waltham,  MA  02254-9055 
1  (617)894-0069 
j  Atlantic  Rehab,  specializes  in 
j  Pediatric  Mobility  and  Seating. 
1  Sales  and  Service.  Please  call 

for  more  information. 

New  Hampshire 
Advent  MedlcaVRide-Away 

51  Wentworth  Ave. 
Londonderry,  NH  03053 
(603)  437-4444 
1  Advent  Medical  specializes  in  all 
!  types  of  rehabilitation  &  mobility 
I  equipment  for  your  child.  Nurse  & 
:  therapist  on  staff  for  any  positioning 
I  issues.  Dealers  of  all  major  brands 
of  equipment.  Skilled  technicians, 
24  hour  everyday  service.  Huge  list 
of  references  available.   _  _ 

New  York 

Refiabco 

1513  Olmstead  Ave. 
Bronx.  NY  10462 
(718)829-3800 

45  yea.'s  as  New  York's  oldest  and 
best  Ret  3b.  dealer.  Experts  in  chil- 
dren's mobility  &  custom  seating. 
Full  tin.e  therapist  for  evaluations 
at  our  nfa.v  facility.  Ask  for  our  295 
page  Technology  Guide.  Please  call 
or  write  us  t  )day  for  more  informa- 
tion and  qu  Jlity  service, 


Free  Catalogs 


Consumer  Care  Products,  Inc. 

PO  Box  684 

Sheboygan,  Wl  53082-0684 
(414)459-8353 


Access  Medical  Supply 

2006  Crown  Plaza  Drive 
Columbus,  OH  43235 
(800)  242-2460 

Attends  Youth  Briefs  fits  children 
35-75  lbs.  $51 .95/cs  (96),  Free 
Delivery.  Also — Depend,  Serenity, 
other  items.  Manufacturer's 
coupons  accepted. 
Free  Catalog! 

Incon  Products  Company 

509  West  9th  Street 

S.  Sioux  City,  NE  68776 

Fax  (402)  494-1744 

We  carry  a  full-line  of  reusable  dia-  ■ 

pers  and  pull  over  plastic  pants. 

Available  in  al!  sizes.  Write  for  more 

information  and  FREE  brochure. 


Mobility 


Blue  SIcy  Cycle  Carts 

PO  Box  5788 
Bend,  OR  97708 
(503)383-7109 

Enjoy  cycling  with  the  whole  family. 
We  offer  customized  bicycle  trailers 
adapted  to  carry  children  &  adults 
with  special  needs. 


Monitoring  Systems 


Care  Electronics 

5741  Araphoe  Rd.,  Suite  2A 
Boulder,  CO  80303 
(303)  444-CARE  (2273) 
WanderCARE  Systems  notify  care- 
givers when  th„ .  wanderer  leaves 
home.  Locate  them  up  to  ONE  MILE 
away.  FREE  catalog! 


Sign  L-anguage 


Eversreen  Sign  Language  Gifts 

PO  Box  20003 
Alexandria,  VA  22320 
(703)  683-3755  Call/Fax 
Unique  Sign  Language  Gifts  for  spe- 
cial friends;  say  "I  Love  You."  Good 
fund-raisers  too!  Jewelry,  Stationery, 
Clothing,  FREE  Brochure. 


Toys  &  Hobbies 


TFH  (USA)  LTD. 

4449  Gibsonia  Road 
Gibsonia.  PA  15044 
(412)  444-6400 

FREE  CATALOG!  Fun  and  achieve- 
ment products  for  children  with  spe- 
cial needs.  Call  or  write  for  more 
information. 


To  place  an  «id, 
pleas<$  con^ct: 


Bsiiiara  Nastro 
EXCL^TIONAL  PARENT 
(201)^80-4874 
Fax:  (21)1)680-8355 


Videotapes 


Inliiax  VMoo  Stan  LMMmw 
Come 

Illustrates  1200+  signs  based 
on  ASL  Six  videos  with  6.5  hrs. 
Graphics  provide  reference  of 
equivalent  English  word. 
Free  Brochure.  $199  (+$4.50 
s&h).  Interax  Training,  Inc., 
PO  Box  4731 06,  Garland, 
TX  75047-3106,  (800)  242-5583. 


Books  for  Parents 
,  and  Professionals 


Turtle  Books 

Provide  a  bridge  of  understanding 
for  your  children  with  disabilities, 
their  siblings  &  friends.  Send  for  a 
FREE  Turtle  Boot<  brochure  to 
Jason  &  Nordic  Publishers,  PO 
Box  441 ,  Hollidaysburg,  PA 
16648.  Call  (81 4)  696-2920 
or  FAX  (814)  696-4250. 


■-■ :  Catalogs 


Froe-nieNEWSpeciai 
Hoods  Pn^ed  look  Catalog 

The  best  books  from  all 
putdishers  about  disabilities. 
Comprehensive  resources  for 
parents,  children  &  professionals. 
Speclai  Needs  Project,  3463 
State  Street,  Santa  Barbara, 
CA  93105,  (800)  333-6867. 

Free  Book  C«tdog:TlMlB»4 
Spedai-Needs  CoWectton 

features  a  collection  of  valuable 
books  for  parents  on  Down 
syndrome,  CP.  Autism,  Tourrette 
syndrome.  Mental  Retardation, 
Special  Education  and  more. 
Woodbine  House  Contact:  561 5 
Rshers  Lane,  Rockville,  MD 
20852,(800)843-7323. 


HydroonplMriiis  Hews/Holes 

Published  quarterly  for  individuals/ 
families  &  professionals  wfio  spe- 
cialize In  their  care.  Highlights: 
medical/technical  articles,  human 
interest  stories,  great  resources! 
A.  Uakos,  Editor,  HNN,  1670 
Green  Oak  Circle,  Lawrencevllle, 
GA  30243.  $25  year. 
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Van  Conversion  Dealer^ 


Connecticut 


Drive-Master,  Inc. 

9  Spielman  Road 
Fairfield,  NJ  07004 
(201)808-9709 

Full  service  mobility  center:  raised 
tops/doors;  drop  floors;  custom  dri- 
ving equipment;  distributors  for 
Mobile  Tech.,  Crow  River  lifts,  Ricon, 
IMS,  EZ  Lock,  and  EMC  touch  pad 
systems.  41  yrs.  of  service  to  the 
disabled  community.  Please  call  for 
more  information.  NMEDA  member. 


Indiana 


Florida 


Ocean  Conversion  &  Mobility, 
inc. 

750  East  Sample  Road 
BIdg.  8/#7 

Pompano  Beach,  FL  33064 
(305)  942-6033 
Helping  you  meet  your  mobility 
needs.  Total  vehicle  conversions. 
Certified  Dealer/All  Major  Mobility 
Manuf.  Customer  assistance  pro- 
gram.  Member  NMEDA.  


Illinois 


C&C  Ford -Mercury 

5th  &  Monroe  Streets 
Sturgis,  KY  42459 
(800)  332-6696 

New/used  van  conversions,  raised 
roof  &  doors,  Braun  lifts  &  tie-downs 
installed  by  certified  technicians.  Call 
for  more  info. 


C  &  C  Ford  -  Morcury 

5th  &  Monroe  Streets 
Sturgis,  KY  42459 
(800)  332-6696 

New/used  van  conversions,  raised 
roof  &  doors,  Braun  lifts  &  tie-downs 
installed  by  certified  technicians.  Call 
for  more  info. 

Foiward  Motions 

214  Valley  street 
Dayton,  OH  45404 
(513)222-5001 

Full-Size/Mini-Van  modifications, 
new/used  lifts,  drop  fioor,  raised 
roof,  lockdowns,  driving  equip. 
NMEDA  member.  Owned  by 
person  with  disability.   


Kentucky 


C  &  C  Ford  -  Mercury 

5tlT  &  Monroe  Streets 
Sturgis,  KY  42459 
(800)  332-6696 

New/used  van  conversions,  raised 
roof  &  doors,  Braun  lifts  &  tie-downs 
installed  by  certified  technicians.  Call 
for  more  info. 


Forward  Motions 

214  Valley  Street 
Dayton,  OH  45404 
(513)  222-5001 

Full-Size/Mini-Van  modificafions, 
new/used  lifts,  drop  fioor,  raised 
roof,  lockdowns,  driving  equip. 


CORN 

ASSOCIATES 

Child  Care/ the  education  connection 

An  uniquely  qualified  firm  and  leading  advisor  to 
corporate  human  resource  management  personnel. 
Corn  Associates  is  foremost  a  diversified  pool  of 
professional  talent  and  academic  practitioners 
who  become  the  corporation's  personal  child  care 
planners  and  providers. 

•  Child  care  consultants 

•  Experienced  in  knowledge  of  developmental 
grouping 

•  Personnel  level  advisor  to  corporate  leadership 
on  current  educational  trends 

For  more  information  write  or  call: 

Corn  AssQcidtes 

P.O  Box  298 

Rochelle  Park,  NJ  07622 

Phone:  (201)  996-0720 


erIc 


NMEDA  member.  Owned  by  person 
with  disability.    


Circle  #176 
EXCEPTIONAL  PARENT  /  MAY  1094 


New  Hampshire 


Ride-Away  Corp. 

51  Wentworth  Ave. 
Londcnderry,  NH  03053 
(603)  427-4444 

The  most  complete  line  of  new  & 
used  adaptive  equipment  for  vehi- 
cles in  New  England.  Lifts,  ramps, 
wheelchair  securements,  new/used 
vans,  trade-ins,  financing  available. 
24  hours  everyday.  Service,  health- 
care professionals  on  staff.  


New  Jersey 


Areola  iWobility 

51  Karo  Road 
Carlstadt,  NJ  07072 
(201)  507-8500/(800)  ARCOLA-1 
New-Used-Trade-Lease-Buy.  Full 
sized,  mini,  rear  and  side  entry.  We 
carry  products  from  the  following 
manufacturers:  Braun,  KneeKar, 
Vantage,  Ricon,  and  Pick-A-Lift.  If 
we  don't  have  it,  we'll  find  it! 
Rnancing  is  available.  NMEDA 
Member.  Please  call  for  more  info. 


Drive-Master,  Inc. 

9  Spielman  Road 
Fairfield,  NJ  07004 
(201)808-9709 

Full  service  mobility  center,  raised 
tops/doors;  drop  fioors;  custom  dri- 
ving equipment;  distributors  for 
Mobile  Tech.,  Crow  River  lifts,  Ricon, 
IMS,  EZ  Lock,  and  EMC  touch  pad 
systems.  41  yrs.  of  service  to  the 
disabled  community.  Please  call  for 
more  information.  NMEDA  member. 

New  York 


Areola  Mobilhy 

51  Karo  Road 
Caristadt,  NJ  07072 
(201)  507-8500/(800)  ARCOLA-1 
New-Used-Trade-Lease-Buy.  Full 
sized,  mini,  rear  and  side  entry.  We 
carry  products  from  the  following 
manufacturers:  Braun,  KneeKar, 
Vaniage,  Ricon,  and  Pick-A-Lift.  If 
we  don't  have  it,  we'll  find  it! 
Financing  is  available.  NMEDA 
Member.  Please  call  for  more  info. 


Drive-Master,  Inc. 

9  Spielman  Road  ■ 
Fairfield,  NJ  07004 
(201)808-9709 

Full  service  mobility  center,  raised 
tops/doors;  drop  fioors;  custom  dri- 
ving equipment;  distributors  for 
Mobile  Tech.,  Crow  River  lifts,  Ricon, 
IMS,  EZ  Lock,  and  EMC  touch  pad 
systems.  41  yrs.  of  service  to  the 
disabled  community.  Please  call  for 
more  information.  NMEDA  member. 


Ohio 


C  &  C  Ford  -  Mercury 

5th  &  Monroe  Streets 
Sturgis,  KY  42459 
(800)  332-6696 

New/used  van  conversions,  raised 
roof  &  doors,  Braun  lifts  &  tie-downs 
installed  by  certified  technicians.  Call 
for  more  info. 


Forward  Motions 

214  Valley  street 
Dayton,  OH  45404 
(513)222-5001 

Full-size/Mini-Van  modifications, 
new/used  lifts,  drop  fioor,  raised 
roof,  lockdowns,  driving  equip. 
NMEDA  member.  Owned  by  person 
with  disability.  

Pennsylvania 

Drive-iWaster,  Inc. 

9  Spielman  Road 
Fairfield,  NJ  07004 
(201)808-9709 

Full  service  mobility  center,  raised 
tops/doors;  drop  floors;  custom  dri- 
ving equipment;  distributors  for 
Mobile  Tech.,  Crow  River  lifts,  Ricon, 
IMS,  EZ  Lock,  and  EMC  touch  pad 
systems.  41  yrs.  of  service  to  tfie 
disabled  community. .  '"ase  call  for 
more  information.  NMEDA  member. 


Tennessee 


C  &  C  Ford  -  Mercury 

5th  &  Monroe  Streets 
Sturgis,  KY  42459 
(800)  332-6696 

New/used  van  conversions,  raised 
roof  &  doors,  Braun  lifts  &  tie-downs 
installed  by  certified  technicians.  Call 
for  more  info. 


Made  In  USA 


BEAT  THE  HEAT! 

•  Comfort  for  your  child 

•  Peace  of  mind  for  you 

•  Plus,  rain  prntectlon 

The  WeATHErBrEAKER 

Wheelchair/Scooter  Canopy 

800-795-2392 

DIESTCO  Manufacturing 
P.O.  Box  6504  •Chico,  CA  95927 


Pat.  5168889  Providing  Comfort  to  Those  Who  Want  It! 
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Friends  Who  Care 

^^^^^^^^  awareness  program  was 

nationwide  in  the  fall  of  1990.  By  pro- 
viding materials  that  help  children  bet- 
ter understand  what  it  means  to  have  a 
disability,  this  award-winning  program 
teaches  them  to  accept  and  include 
people  with  disabilities  in  tlieir  every- 
day lives. 

F)-iends  Who  Cmv  has  been  featured 
on  NBC's  Today  Shoiv  and  in  USA 
Today,  Child  Magazine,  Weekly  Reader 
and  local  publications  nationwide.  The 
teaching  materials  and  public  service 
adveitisements  have  won  nine  national 
awards. 

The  curriculum  kit  includes  a  pre- 
and  post-program  attitude  survey,  a  16- 
page  teacher's  guide  with  information 
and  classroom  activities  designed  to 
provoke  hands-on  experiences  for  chil- 
dren, five  activity  worksheets,  a  45- 
minute  video  to  augment  the  activities, 
guest  speaker  guidelines,  five  campaign 
posters  and  50  bookmarks  with  tips  on 
disability  etiquette. 

To  order,  send  a  $25.00  check  or 
money  order  (includes  postage/han- 
dling) to:  National  Easter  Seal  Society, 
Friends  Who  Care,  230  West  Monroe 
St.,  Suite  1800,  Chicago,  IL  60603.  For 
further  information,  call  (312)  726^200. 

Camp  for  Kids  with  Vents 

The  PA  Vent  Camp  is  designed  to  pro- 
vide a  camp  experience,  free  of  charge, 
for  medically  stable  children  who  are 
ventilator-dependent.  This  year's  ses- 
sion will  be  held  June  26-July  1  at 
Camp  Harmony  Hall  in  Middletown, 
PA.  The  camp  is  staffed  by  a  team  of 
health  care  professionals  and  commu- 
nity volunteers.  Applications  are  still 
being  accepted  from  cl  Idrer  between 
the  ages  of  three  and  ei,;liteen.  For 
more  information,  contact  PA  Vent 
Csinip,  PO.  Box  60443,  llarrisburg,  PA 
17106,  (717)  671-0226. 

Support  Groups 

•  The  Autism  ai\(l  Sensory  lmpainn(>nt,s 
Network  maintains  a  database  of  fami- 


lies with  a  member  who  has  autism 
and  hearing  or  vision  impairment, 
and  professionals  who  have  an  interest 
and/or  experience  with  this  combina- 
tion of  disabilities.  For  more  infonna- 
tion,  contact  Dolores  and  Alan  Bartel, 
7510  Oceanfront  Ave.,  Virginia  Beach, 
VA  23451,  (804)  428-9036. 

•  A  new  support  group  is  being  formed 
for  the  families  of  children  affected  by 
Rasmvssen  syndrome.  For  more  infor- 
mation, C01   ^t  Al  and  Lynn  Miller, 
8235  Lethbridge  Rd.,  Millersville,  MD 
21108,  (410)  987-5221. 

•  A  support  group  is  being  formed  for 
the  parents  of  children  with  Opitz- 
Frias  syndrome,  also  known  as  Opitz- 
G  syndrome  or  BBB  syndrome.  Msyor 
indications  of  this  syndrome  are  exten- 
sive swallowing  problems  and 
hypospadius  in  boys  or  imperforate 
anus  in  girls.  For  more  information, 
contact  William  and  Janet  Wharton, 
RO.  Box  516,  Grand  Lake,  CO  80447, 
(303)  627-8935. 

•  FOCUS  (For  Our  Children's  Unique 
Sight)  is  a  support  network  for  families 
of  children  with  rare  visual  disorders, 
including  septo-optic  dysplasia  and 
optic  nerve  hypoplasia.  For  more 
informaUon,  contact  FOCUS,  1583 
Black  Eagle  Dr  D,  San  Diego,  CA 
92126,(619)271-8488. 

•  A  new  network  is  being  formed  for 
parents  of  children  with  opsoclonus- 
myoclonus  .syndrome.  For  more  infor- 
mation, contact  Connie  Quirm,  725 
North  St.,  Jim  Thorpe,  PA  18229. 

•  A  support  group  has  been  formed  for 
parents  of  children  with  Aatfikog  syn- 
drome. The  group,  formed  by  the 
mother  of  two  children  affected  by  the 
syndrome,  offers  information  and  a 
newsletter  Contact  Shannon  Caranci, 
62  Robin  Hill  Lane,  Levittown,  PA 
19055-1411. 

•  A  parent  advocacy  group,  the  FRAXA 
Research  Foundation,  has  been  formed 
by  parents  of  children  with/>iafi((7e  X 
syndwniP.  For  more  information,  con- 
tact FTIAXA  Research  Foundation,  PO. 
Box  935,  Newburyport,  MA  01985, 
(508)  462-1990. 

•  Forward  Face,  a  support  group  for 
people  and  families  with  craniofa- 
cial disorders,  publishes  a  quarterly 
newsletter  that  offers  helpful,  inspir- 
ing articles  by  parents,  children  and 
professionals.  A  membership  to  For- 


ward Face,  which  includes  a  sub- 
scription to  the  newsletter,  costs  $15. 
Contact  Forward  Face,  317  East  34th 
St.,  New  York,  NY  10016, 
(800)  422-3223. 


Publications 

•  Iceberg  is  'i  quarterly  newsletter  deal- 
ing with  fetal  alcohol  syndrome  (FAS) 
and  ffclal  alcohol  effect  (FAE).  It  is 
available  from  FAS  Information  Ser- 
vice, RO.  Box  95597,  SeatUe,  WA  98145- 
2597,  and  costs  $10/year  for  families; 
$20/year  for  professionals  (prepaid  sub- 
scriptions only). 

•  Two  free  booklets  can  help  pre-col- 
lege-  and  college-age  students  with  dis- 
abilities m£ike  decisions  about 
attending  college  and  choosing  a 
career  The  booklets.  Find  Your  Future 
and  You're  in  Charge,  are  available 
from  the  American  Association  for  the 
Advancement  of  Science,  1333  H  St., 
NW,  Waslungton,  DC  20005, 

(800)  222-7809,  V/TTY;  (202)  371-9849, 
fax.  Ask  for  AAAS  publications  94-12S 
and  94-13S. 

•  Developing  Social  Skills:  Issitesfor 
Adolescents  with  Chronic  Hlnesses 
and  Disabilities  is  a  bibliogr^hy  of 
progranis  and  materials  that  are  avail- 
able to  help  adolescents  deal  with  rela- 
tionships. A  companion  to  this 
bibliography,  dealing  with  self  esteem, 
will  soon  be  available.  Cost  is  $6.00, 
available  from  University  of  Min- 
nesota-NYCYD,  Box  721,  University  of 
Minnesota,  Minneapolis,  MN  55455, 
(612)  626-2825. 

•  Understanding  Neuivjibromatosis; 
An  Introduction  for  Patients  and  Par- 
ents is  available  from  the  organization 
Neurofibromatosis,  Inc.,  Mid-Atlantic, 
885  Annapolis  Rd.,  Ste.  110,  Lanham, 
MD  20706-2924,  (301)  577-8984.  Single 
copies  are  free. 

•  Bone  Manvw  TtmLsplan'":  A  Book  of 
Basics  for  Patients  is  a  157-page  book 
written  by  bone  marrow  transplant 
patients  with  the  help  of  medical  spe- 
cialists. The  book  is  designed  tr  aug- 
ment the  information  provided  to 
patients  and  to  translate  medical  temii- 
nology  into  lay  language,  ('ost  is  $5.00; 
available  from  BMT  Newsletter,  1985 
Spnice  Ave.,  Higlilai\d  Park,  IL  60035, 
(708)  831-1913. 
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SPECim  OLYMPICS  continued  from  page  57 


MlbnluAN 

UIGCICCIDDI 

Central  Michigan 

Southern  Station 

University 

Box  5174 

Mt  Pleasant,  Ml  48859 

Hattiesburg 

(517)774-3911 

MS  39406-5174 

(601)254-7295 

MINNESOTA 

MISSOURI 

625  4th  Ave  S,  #1430 

1907  William  St 

Minneapolis 

Jefferson  City 

MN  55415 

MO  65109 

(612)333-0999 

(314)635  1660 

MONTANA 

3300  3rd  St  NE 
Great  Falls 
MT  59404 
(406)791-2368 

NEBRASKA 

5021  S  24th  St 
Box  7569 
Omaha 

NE6S1 07-0569 
(402)731-5007 


NEVADA 

31 60S  Valley  VIevK, 
Ste106 

Las  Vegas,  NV  89102 
(702)222-1924 

NEW  HAMPSHIRE 

650  Elm  St 
StelOl 
Manchester 
NH  03101-2508 
(603)624-1250 


NEW  JERSEY 

242  Old  NevK 
BrunsvKick  Rd 
Plscatavxay,  NJ  08854 
(908)  562-1500 

NEW  MEXICO 

6600  Palomas  NE, 
Ste  207 
Albuquerque, 
NM  87109 
(505)  856-0342 

NEW  YORK 

Airport  Park 
3  Comell  Rd 
Latham,  NY  121 10 
(518)786-8661 

NORTH  CAROLINA 

PO  Box  98209 
Raleigh 

NC  27624-8209 
(919)878-7978 

NORTH  DAKOTA 

2616  S  26th  St 
Grand  Forks 
NO  58201 
{701)746-0331 

OHIO 

3303  Winchester  Pike 
Columbus 
OH  43232 
(614)239-7050 

OKLAHOMA 

6835  S  Canton  Ave 
Tulsa 

OK  74136-3433 
(918)481-1234 

OREGON 

3325  NW  Yeon  Ave 
Portland 

OR  97210-1525 
(503)  248-0600 

PENNSYLVANIA 

124  Washington  Sq 
2570  Blvd  of  the 
Generals 

NorrlstovKn,  PA  19403 
(215)630-9450 

RHODE  ISUND 

33  College  Hill  Rd,  #31 
Warwick 
Rl  02886 
1  (401)823-7411 

SOUTH  CAROLINA 

[  2615DevineSt 
I  Columbia 

SC  29205 

(803)254-7774 


SOUTH  DAKOTA 

4200  S  Louise  Ave, 
#201 

Sioux  Falls 
SO  57106 
(605)  361-2114 

TENNESSEE 

112  21st  Ave  S, 
StelOl 

Nashville,  TN  37203 
(615)  322-8292 

TEXAS 

11 442  N  Interstate  35 
Austin,  TX  78753 
(512)835-9873 

UTAH 

4  Triad  Ctr,  Ste  105 
Salt  Lake  City, 
UT  84180 

(801)  363-1111 

VERMONT 

5AveD 
PO  Box  1055 
Willlston,  VT  05495 

(802)  863-5222 

VIRGINIA 

1 00  W  Franklin  St, 
Ste  400 

Richmond,  VA  23220 
(804)  644-0071 

WASHINGTON 

21 50  N  107th  Ave, 
Ste  220 

Seattle,  WA  981 33 
(206)  362-4949 

WEST  VIRGINIA 

91 4  Market  St, 
Ste  201 
Parkersburg, 
WV  26101 
(304)  422-1868 

WISCONSIN 

5900  Monona  Or, 
Ste  301 

Madison,  Wl  53716 
(608)  222-1324 

WYOMING 

61 5  S  David 
Casper,  WY  82601 
(307)  235-3062 

GUAM 

970  S  Marina  Or,  #10 
PO  Box  203 
Tamuning,  Guam 
96911 

(011-671)646-2566 
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LETS  GO  TO  THE  CIRCUS 

Animals,  clowns,  jugglers  and  language  develcp7nent? 
Yes!  This  program  for  the  Apple  IIGS  or  IBM  computer 
combines  large,  colorful  graphics  with  more  than  75 
vocabulary  words  and  20  pairs  of  opposites.  This  pro- 
gram is  accessible  with  a 
keyboard,  touch  screen, 
single  switch  or  mouse, 
and  utilizes  high  quality 
speech  to  provide  audi- 
tory reinforcement  to 
visual  learning. 
Laureate  Learning 
Systems,  Inc.,  WinoosW,  VT  05404-1898 
Circle  #192 


WOODCRAFT  CREATIONS  ADAPTABLE  HOBBYHORSE 

The  age-old  classic  hobbyhorse  meets  present  day  acces- 
sibility needs  in  this  recreatior\al  and  therapeutic  toy. 
Hand-crafted  of  hardwoods,  a  stately  steed  with  bridle 
and  saddle  sits  atop  a  wide,  reinforced  rocking  platfonn. 
A  removable  adapter  frame  developed  for  a  child  with 
severe  disabilities  fits  over  the 
horse  and  secures  to  the  platfomi. 
The  child  can  rock  back  and  forth 
and  exercise  the  legs  and  arms 
while  being  supported  on  all  sides. 
Woodcraft  Creations, 
Salem,  MO  65560 

Circle  #  193 


FORMBOARD  WITH  A  BRAIN 

Microprocessor-controlled,  extra-large  shapes,  angled 
play  surface  and  tactile,  auditory  and  visual  feedback  all 
in  one  product!  This  versatile  activity  board  can  be  used 
for  recreational  play  or  entertaining  therapy  to  teach 
cause  and  effect,  fine  motor  skills,  hand-eye  coordina- 
tion, spatial  concepts  and  more.  Sequencing  actiNities 
can  also  be  programmed.  Correctly-perfoimed  activities 
are  rewarded  with  internal  tones,  small  vibrations,  music 
and  lights  or  moving  toys  wb«n  connected  to  the  unit. 

Enabling  Devices, 
a  division  of  Toys 
For  Special  Children , 
Hastings-on-Hudson, 
NY  10706 
Circle  #  194 


THE  MUmSENSORY  CURRICULUM" 

For  children  with  traumatic  head  iiyury,  cognitive  disabil- 
ities and  visual  or  auditory  limitations,  this  curriculum 
encompasses  30  interactive  programs.  Colorful  graphics, 
enlarged  screen  print,  and  computer  sound  create  a  mul- 
tisensory  interface  for 
readers  and  nonread- 
ers  learning  vocabu- 
lary, sentence  making, 
granmiar  and  math 
objectives.  Users  can 
navigate  through  the 
lessons  using  a  Touch 
Window,  single  switch, 
keyboard  or  mouse. 

Creative  Learning,  Inc.,  Nerada  City,  CA  95959-2617 
Circle  #  195 


TALKING  SCREEN 

This  dynamic,  voice  output 
conmiurucation  system  is  the 
first  color,  programmable,  pic- 
tographic  display  system  fea- 
turing graphics,  Mayer- 
Johnson  PCS  symbols,  clip-art, 
the  ability  to  create  or  modify 
symbols  and  environmental 

control  capabilities.  Talking  Screen  is  easy  to  personalize 
for  the  user  and  also  features  auditory  scanning  for  low 
vision  users  and  display  options  from  one  to  thirty-two 
symbols  per  screen. 
Words  +,  Inc.,  Palmdale,  CA  93550 
Circle  #  198 


BEGINNING  ASL  VIDEOCOURSE 

This  award-winning  videocassette 
collection  features  the  Bravo  fam- 
ily—a deaf  father,  hearing  mother 
and  two  deaf  children.  Each  video 
focuses  on  a  different  set  of  vocabu- 
lary associated  witli  such  topics  as 
doctors'  visits,  shopping,  banking, 
school  and  getting  a  job.  Each  video 

 includes  notes  on  deaf  culture  and 

ASL  grammar.  Recommended  for  joint  viewing  and  learn- 
ing by  parents  and  their  cliildren. 
Sign  Enhancers,  Salem,  OR  97304 
Circle  #  197 


TheABLEDATA  database  ofussistux-  technology  and  ,vhabUitation  equipment  mntains  infoimation  or,  mo)T  than 
WOOO  listings  of  products  for  persons  of  all  ages  who  Imve  a  physical,  sensory  or  cognitive  disabiltty.  The  jmHlucts 
abo,^  were  chosen  for  inclusion  on  this  page  by  the  ABLEDATA  sta^(f  based  m  their  simfic  applicability  to  or  des,gnJor 
childm,  ivith  disabUities.  Formor^  infortmtim  on  assistiix;  deoices,  or  to  submit  pwduct  ni/bn««^»o»/o»-  n<d^^^ 
in  the  database  (and  possible  incbision  on  this  page),  please  contact  ABLEDATA,  8455  ColesviUe  Rd.,  Ste.  935,  Suvcr 
Spring  MD 20910-3319,  (800)  227-02 W,  VrWD,  (301)  588-928U,V/TDD  or  (301 )  587-1967,  FAY. 
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Library 


&   You  can  order 


any  of  the 
books  listed  here 
with  the  coupon 
below  or  by  calling 
(800)  535-1910 


ATTENTION  DEFICIT  DISORDER 


Attention  Deficit 
HYPEBAtmvmf 

Disorder:  What  Every 
Parent  Wants  to  Know 

D,  WODRICH 

Prepares  parents  for  at  home 
and  at  school,  onipowers  and 
reaffirms  parents  of  their  role. 

PSOTOflO  $19.95 


^  AUTISM 


Reaching  the 
Autistic  Child 

Martin  Kozloff 

Focuses  on  a  parent  training 

program  that  shows  how  to 

improve  the  environment  of 

the  autistic  child. 

BL063OD  $14.95 


DISABILITY/GENERAL 


.Buildiog 
-Ihdlcaliiig . 
.Jarlnersliij) 


Brothers  and  Sisters 

A  Special  Part  of 
Exceptional  Families 

Thomas  H.  Pewell 
Includes  30  parental  strate  ■ 
gics  and  20  sibling  strategies 
suggested  by  a  panel  of 
siblings. 

PB0720D  $23.00 


Building  the  Heaung 
Partnership:  Parenu, 

Professionals  &  ChUdren 
tcith  Chronic  lUnesses  and 
DtaabtUties 
Patricia  T.Lkkf 
BL0570D        doth:  $34.95 
papcrtiack:  $24.95 


CMldraiMMi., 


i  I); 


SIHIJNOH(*' 
CIIIIJHIKNWITII 
DI.SAHII.ITIW 


Children  with 

DlSABHOTIES:  A  Medical 
Printer 

M.  Batshaw 

For  parents  and  professionals. 
Over  200  detailed  illustra- 
tions, an  extensive  glossary, 
and  section  on  syndromes. 
P80710D  $29.00 


Deciphering  the 
Stotem:  .1  Guide  for 
Families  of  Young  Children 
with  Disabilities 

Paula  J.  Beckman 
Informs  parents  of  children 
(0-5)  of  their  rights. 

BL0580D  $2L95 


Disabled,  Female,  and 

Proud!  Stories  o/7fen 
Women  with  Disabilities 

Marilyn  Roiisso 
Offers  young  women  with  dis- 
abilities empowering  role 
models. 

GW003EP  $1Z95 


TsE  Exceptional 
PASEm  1994  Resource 

Guide:  Directories  of 
National  Organizations, 
Associations,  Products 
S  Services. 

A  valuable  reference  tool  for 
parents  and  professionals. 

EP055DR  $20.45 


The  Illustrated 

DKECTORY  of  DlSABnjTV 

Products 

Monte  Mace 

Shows  hundred,'!  of  products 
along  with  names,  addresses 
and  phone  numbers  so  con- 
sumers can  get  more 
information. 

TP0260D  $12.95 


It  Isnt  Fair! 

Siblings  of  Children  with 
DisaNUHes 

Edited  by  S.D.  Ki.kin 
&  m.j.  schi.eiker 
Features  rhapters  by  parents, 
siblings  and  professionals 

EPOOIEP  $14.95 
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LIVING 

'    1\  Of 


Making 
Changes 


Living  in  a  State 

OF  Stuck:  How  Adaptive 

Technologies  Affect  the 

Uves  of  People  with 

DisabiUaes 

Margin  J.  Scherer 

BL0640D  $32.95 


Making  Changes: 

Family  Voices  on  Ucing 
wUh  Disabilities 

Jan  a.  Spiegle 
Shares  self-reports  and 
visions  on  how  families  and 
professionals  make  changes. 
BLOeiQD  $19.95 


Moose:  a  Very  special 
Person 

W.  Scott  MacDonald 
Moose  teaches  us  that  each  of 
us  is  different  and  that  we 
have  our  own  unique  capacity 
for  loving,  sharing,  enjoying 
and  learning. 

BL065OD  $10.95 


Perspectives  on  a 
Parent  Movement: 

The  BevoU  of  Parents  of 
Children  with  Intellectual 
Limitations 

Rosemary  Didwad 
Captures  the  author's  truly 
innovative  wisdom  and  pio- 
neering work. 

$17.95 


PHYSICIANS' Guide  to 
Rare  Diseases 

EniTED  BY  J.G.  Thoene 
Over  1,000  pgs.  Contains 
information  on  approximately 
700  disorders. 

DP0210D  $75iO 


Planning  for 
THE  Future: 

Providing  a  Meaningfid  Life 
for  a  Child  with  a  Disability 
qfter  Your  Death 

Mark  Riisseli, 

AP0240D  $24.95 


lidi*!  I'.itiv^ 
■ISiiiii  1'.'  ii  II  ■ 

'".'^  .11. 1  1. 1! 
I  I  '.{'<  .  ii  i'  i:  1 


L 


Third  Pakty  Billing 
FOB  Special  Education: 

Panacea  or  Mirage? 

Joy  J.  Rogers 

The  use  of  third  party  billing 
to  cope  with  escalating  spe- 
cial education  costs,  especial- 
ly those  not  directly 
educational. 

BL0660D  $27.95 


Working  Together: 

Workplace  Culture, 
Supported  Employment  and 
Persons  with  DtsabilHies 

David  Haoner 
Assisting  individuals  to 
achieve  meaningful  careers. 

- $24.95 


DISABIilTY,  PHYSICAL 


Coping  with  Cerebral 

Palsy:  Answers  to  Ques- 
tions Parents  Often  Ask 

Jay  Schuechkom 
Provides  answers  to  more 
than  300  questions  that  have 
been  carefully  researched. 

PE037PO  $24.00 


No  Time  for  Jello 

One  FamUy's  Experience 
with  the  Doman-Delacato 
Patterning  Program. 

Berneen  Bratt 
One  family's  experience  with 
patterning  for  a  child  with 
Cerebral  Palsy. 

BL062CP  $U.95 


Taking  Charge: 

Teenagers  Talk  About  Life 
&  Physical  Disabilities 
EOITEO  BY  K.H.  Kribgsman 
Explore  the  wide  range  of 
issues  that  teenagers  with 
physical  disabilities  face  as 
they  approach  adulthood. 
WB013PD  $14.95 


INJURY 


Injured 
Mind. 
Sliattcrcd 
Dreams 


ERIC- 


Injured  Mind, 
Shattered  Dreams: 

Brian's  Survival  from  a 
Severe  Head  Injury 

JanctMiixerRife 

Rerover>'  and  victory  a  family 

ran  achieve  through  caring. 

BL06700  $17.95 


When  Your  Child  Goies 
TO  School  After  an 
Injury 

Marilyn  Lash 

Issues  parents  need  to  con- 
front about  their  child's 
future  schooling,  health  care 
and  social  needs. 
EP006IIL  $5:00 


When  Your  Chhj)  is 
Seriously  Injured: 

The  Emotional  Impact  on 
Families 

Marilyn  Lash 

Topics  include  preparing  for 
hospital  visits,  reaction  to 
loss,  helping  siblings,  and 
coping. 

EP005ML  $2.00 


iSSSGSm'l 


MENTAL  RETARDATION 


Communication  Skhxs 
in  Children  with  Down 
Syndrome 

A  Guide fi>r  Parents 

LiBBY  KUMIN 

Parents  learn  how  communi- 
cation skills  progress  from 
infancy  through  the  early 
teenage  years, 

WBOaiDS  $14.95 


Count  Us  In 

Growing  Up  with  Down 
Syndrome 

1.  KiNOSLEY  &  M.  LEXTTZ 

The  authors  share  their  inner- 
most thoughts,  feelings,  hopes 
and  dreams,  their  lifelong 
friendship. 

HB073DS  $9.95 


Death  and  Dying: 

A  Guide  to  Serving  Adults 
with  Mental  Retardation 

M.  HOWEU 

Explores  psychological, 
medical,  spiritual  and  legal 
matters. 

CW004EP  $7.95 


Down  Syndrome: 

An  Introduction 

Cuff  Cunningham 
A  comprehensive  and  well 
organized  work  for  parents  of 
babies  and  children.  Answers 
to  countless  questions. 

B10680S  $12.95 


Ethical  Doemmas 

in  CaREGIVING:  a  Guide 
for  Sitfff  Serving  AduUs 
with  Mental  Retardation 

M.  Howm 

Examines  cases  where  there 
are  clear-cut  dilemmas  about 
th»  "best"  course  of  action. 

GW069MR  $8.95 


Serving  the 
Underserved: 

A  Handbook/or  Caregivers 

Edited  by  D.  Gavin 
All  the  areas  of  experience 
affecting  the  lives  of  adults 
who  are  mentally  retarded 
and  old. 

GWOllMR  $29.95 
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My  Brother 

by  Carlo  Testa-AvUes 


Hello.  My  name  is  Carlo.  I  have  a  brother  named 
James.  I  am  lucky  to  have  him  as  a  brother 
because  I  know  what  it's  like  having  a  brother  with 
a  disability. 

My  brother  is  four  years  old.  He  attends  school 
at  Meadowwood — it  is  a  good  school.  I  attend 
school  at  Caravel  and  I  like  it  a  lot.  James  started 
walking  at  the  age  of  two  and  a  half.  He  is  work- 
ing on  talking. 

My  brother  likes  Kid- 
songs  movies  and  books. 
My  brother  likes  to  eat;  he 
will  eat  any  piece  of  food  you  give  to 
him,  ha,  ha,  ha.  When  people  call  my 
brother  retarded  I  don't  care,  nor  do  I 
listen  to  them.  I  don't  believe  that  there 
*  -  is  any  label  that  can  be  put  on  my 
brother  or  anyone  else's.  We  are  all  alike  in  this  world,  and  we 
are  all  different,  too.  I  love  my  brother  James. 


Carlo  and  James  live  in  Hockessin, 
Delaware,  with  their  parents  Bob  and 
Donna  Aviles  and  their  new  little  sister, 
Estella  Grace.  Carlo  is  a  fourth  grader  at 
Caravel  Academy  in  Bear,  Delaware. 
James,  who  has  Coffin-Lomy  syndrome, 
now  attends  kindergarten  at  Forest  Oak 
Elementary  School  in  Newark,  Delaware. 
Both  boys  enjoy  basketball,  baseball  and 
wrestling. 
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PRODUCT  NEWS  


New  BusA^an  TiC'Down  Models 

Now  avaihible.  the  Cruiser  Tr.insports,  ,> 
new  bus/van  nc-Jown  Kms;v  line  from 
ConvaiJ,  Miccesstullv  crash  tested  at  50 
NtPH,  20i;  Jecel  in  a  torwarJ-tacinu 
contimiration  with  up  to  170  lb. 
Jumrav,  usins;  a  Q-Straint  (with 
positive  lockl  tie-Jown. 


Lightweight  Portability  Solves 
Transport  Problem 

C'onvaiJ's  himsjies  are  the  answer  tor 
aioni^  .inJ  kkl>  on  the  uo.  Lons:  known 
tor  their  patented  tolJing  Jesis;n,  they 
tolJ  with  all  positioninu  adaptations  in 
place.  Moms  can  easilv  lift  anJ  store  the 
Inmmc^  in  a  car  trunk.  Great  tor  indoor 
or  outdoor  u^e. 


Good  Looks,  and  Custom 
Comfort  Make  Kids  Smile 

Convaid's  EZ  Rider  makes  transport  easv 
and  tun  with  six  colors,  sev  eral  Mzes  and 
extensive  adjustability. 


Full  Range  of  Accessories 

.■\  choice  ot  up  to  twentv  options  on 
Con\  aidV  buumes  includes  a  transparent 
detachable  trav,  made  ot  unbreakable 
Lexan  ,  and  a  detachable  canopy  tor 
^hade  .ind  protection  from  the  elements. 


Convaid  continues  to  add  to  its  broad 
^t»nge  of  positionii^  buggies  to  fit  any  age, 
siie  and  most  ti^t  budgets.  Choose 
fmtt  tht  Cruiiet  line  with  its  many 
different  positioning  accessories,  the  EZ 
Rider  with  its  quick  folding  design,  or  any 
ot  Convaid's  compact  folding  buggies.  Plus 
we  offer  the  Cruiser  Transport  line,-a 
bus/van  tie-down  successfully  tested  with 
up  to  a  1701b.  dummy. 

All  Convaid  buReies  feature  our  patented 
folding  design  which  eliminates  slump  and 
the.ltuatd  of  accidental  folding.  Imagine 
the  possibilities. 

Wok  in  tfe  USA.  File  V<or  VCimonn'. 
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Three  angles,  three  times  the  therapy  -  the  new  TriStander®  58 
positioning  stander  from  Tumble  Forms®. 


Like  the  original  TriStander  45.  the  new 
TriStander  58  is  actually  three  slanders  in  one. 
A  unique  design  allows  infinite  adjustments 
between  vertical,  prone  and  supine  so  you  need  only 
to  invest  in  one  stander  to  meet  all  of  your  positioning 
needs.  The  frame  is  adjustable  for  leight  and  what's 
mc.e,  the  mor^ule  support  comp  jnents  come  in  a 
variety  of  sizes  c.nd  can  be  ordered  separately 


allowing  you  to  adapt  the  stander  to  your  client's 
individual  size  and  shape.  The  new  TriStander  58 
accommodates  individuals  from  45  to  58  inches  tall; 
TriStander  45  accommodates  those  32  to  45  inches. 

Three  angles,  one  stander.  unlimited  use.  For  more 
information  call  1-800-631-7277.  In  Canada,  call 
1  -800-665-9200. 


Tumble  Forms 

iil/tcindc/'  58 
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How  easy  is  it  to  call  anyone  with 
ms:  Long  Distance  Relay  Service? 
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This  easy:  1 800  855-2880  (TT/TTY) 


Anytime.  Anywliere.  Anyone,  one  easy  numlicr  is  all  you  nwd  to  placc  long  tiistaiuo 

rclav  calls  from  any  state. ..to  any  otiKT  state. .day  or 
/!\\\  tliZT^O    ^0'^  night...  to  anyliociy  who's  near  a  jihone.  .\nci  rela\ 

'"^  '  asy  too.  With  ATCT  True  USA^"  Sa\  ings. 

cii.scounts  when  you  sjiemi  as  little  as 
SIO  a  month  on  Long  Distaiue  Ki-hiy  ealK.*  At 

.■Vr<S:'r,  we're  dedieated  to  making  phone  ealls  easy  tor 
anvone.  Anytime.  Anywhere. 

1800  855-2881  (Voice)  •  1 800  855-2882  (ASCII)  •  1 800  855-2883  (TdebraiUe) 


,,r  mmv  iiitor.n.nii.ii  or  I'liicllnu'nl.  ..ill  1  «<l(>  HV^-.^2.V  CIT 


I'roud  Sjionsor  of  the  World  c'.anies  for  tlie  iX-at 
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Cover: 

Four-year-old  Katie  Whit^— 
as  painted  by  mom,  Michelle— 
autdles  her  bunny.  More  of 
Michelle  While's  artwork 
appears  in  this  issue, 
beginning  on  page  22. 
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Stanley  Klein,  Ph.D. 


At  the  end  of  April,  I  joined  more  than  1 , 100  parents  in  Asheville,  North  Carolina 
for  the  International  Parent-to-Parent  Conference.  Entitled  "Weaving  the  Future 
I  From  the  Fabric  of  our  Past,"  this  meeting  was  an  exciting  opportunity  to 
experience  the  energy  and  passion  of  many  fantastic,  activist  parents  from  all  over 
the  United  States  and  other  countries.  It  was  wonderful  to  witness 
this  tremendous  display  of  "parent  power,"  and  to  be  in  the 
company  of  such  a  large  group  of  people  who  are  so  dedicated 
to  making  life  better  for  all  chUdren  and  their  families.  The  next 
International  Parent-to-Parent  Conference  will  be  in  Albuquerque, 
New  Mexico,  March  29-April  1, 1996;  save  those  dates! 

In  May,  at  the  Abiaties  Expo  in  Anaheim,  California,  I  had 
another  opportunity  to  meet  parents,  famiUes  and  many  of  our 
fine  advertisers.  During  the  same  weekend,  I  was  able  to  stop  by  a 
meeting  of  the  Fiesta  Educativa  in  Los  Angeles  to  learn  about  the 
activities  of  Hispanic  parents  and  professionals.  On  the  way  home,  I  eryoyed  an 
informative  visit  to  the  Utah  Parent  Center  in  Salt  Lake  City. 

I  look  forward  to  meeting  midwestem  parents  at  the  AbiUties  Expo  in  Chicago  in 
August.  All  of  us  at  Exceptional  Parent  appreciate  the  helpful  feedback  and  sugges- 
tions—and even  the  few  complaints— we  hear  from  our  readers  at  these  meetings. 

Words  from  the  White  House 

In  tliis  issue,  we  are  honored  to  feature  an  article  by  Carol  Rasco,  Domestic  Policy 
Advisor  to  President  CUnton.  Having  a  parent  advocate  Uke  Mrs.  Rasco  in  the  Wliite 
House  is  important  for  all  paients.  As  she  reminds  us,  even  though  we  may  lack 
direct  access  to  the  White  House,  all  of  us  need  to  continue  our  individual  efforts  on 
health  care  reform  by  contacting  congressional  representatives. 
Learning  about  teleconununications 

Thanks  to  our  talented  assistant  editor,  Kim  Schive,  this  issue  brings  us  into  the 
modem  age  of  telecommunications! 

To  gather  information  about  how  parents  are  using  telecommunications,  Kim 
went  online  and  posted  a  few  brief  requests  for  people  to  share  their  experiences. 
The  response  was  incredible!  More  than  300  parents,  professionals,  and  adults  and 
children  with  disabilities  responded  with  wonderful  examples  of  how  the  power  of 
telecomn\unications  has  enabled  them  to  meet  friends  with  similar  concerns,  learn 
more  about  helping  children  and  families,  even  get  help  with  the  diagnosis  of 
children  who  have  rare  disorders.  Kim  heard  about  a  variety  of  ways  that  parents  ai'e 
using  this  technology— from  weekly,  online,  support  group  meetings  to  online 
contacts  with  adults  who  have  disabilities,  allowring  parents  a  glimpse  into  their 
children's  future. 

Kim  had  hoped  to  respond  personally  to  everyone  who  shai'ed  their  stones, 
however,  she  also  had  to  get  this  issue  out  on  time!  We  both  want  to  extend  our 
deepest  appreciation  to  all  those  individuals  who  shared  their  experiences— your 
personal  stories  are  reflected  in  this  issue. 

I  am  proud  to  announce  tliat.  my  personal  telecommunications  phobia  has  been 
cured!  In  addition  to  Kim's  contribution,  I  credit  my  cure  to  the  articles  by  Peter 
Green  ("Getting  Started  with  Telecommunications")  and  Bill  McGarry  ("Cruising  the 
Internet")  and  most  of  all,  to  the  beautiful  letters— "electronic  mail,"  actually— we 
received  from  parents  everywhere.  I  am  very  excited  about  the  vast  potential  this 
technology  provides  for  sharing  our  compassion  and  knowledge  with  each  other. 

.lust  after  the  Abilities  Expo  in  Anaheim,  I  met  with  the  Worldvide  Disabilities 
Solutions  Group  at  Apple  (^omputor  in  (\ipei1ino,  CiUifomia  to  discuss  our  plans  for 
collaboration  between  Exceptional  Parent  and  Apple's  new  online  semce,  eWorid 
(see  page  30).  Look  for  more  information  on  these  exciting  developments  in  the  July 
issue. 
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Now  DigiYox  Gives  You  Even  More  Value. 


Many  of  you  have  told  us  how  pleased  you  are 
with  all  the  portable  power  you've  found  in  the  DigiVox® 
augmentative  communication  aid.  In  fact,  some  of  you 
feel  it  offers  such  an  extraordinary  value  that  you've 
asked  for  even  more  of  a  good  thing. 

Announcing  8  Full  Levels.  In  response  to 
your  requests,  we've  doubled  the  Digi Vox's  original 
4  memory  levels,  to  give  you  8  full  levels  with  up  to 
48  addressable  message-areas  on  each.  That  means  you 
can  now  provide  a  user  with  as  many  as  384  single- 
access  messages.  And  if  you  want,  just  think  what  you 
can  do  with  sequencing. 

Superior  Sound  Quality.  DigiVox's  advanced 
digital  technology  lets  you  make  nigh-quality  recordings 
and  play  them  back  in  the  clearest,  most  natural- 
sounding  speech  available  on  a  communication  aid. 

Easier  Programming.  With  DigiVox.  you 
have  a  built-in  electronic  display  window  that  gives  you 
step-by-stcp  in- 
structions, and 
guides  you  through 
the  programming 
process.  This  re- 
duces the  need  to 
memorize  program  codes. 


Your  Own  Message  Library.  DigiVox  gives 

you  all  the  built-in 
message  time  vou 
need  (up  to  3'> 
minutes,  fully 
extended  model). 
But  it  doesn't  stop 
there.  It  also  lets 
you  save  an  unlimited  number  of  additional  messages, 
simply  by  copying  them  to  a  floppy  disk.  And  you 
don't  nave  to  buy  a  computer  system  to  do  it  -  just  an 
inexpensive  DigiVox  disK  drive. 

Personal  Support.  Plus,  when  you  purchase  a 
DigiVox,  you  get  personal  training  and  direct  access  to 
our  experienced  Customer  Support  staff  to  answer  any 
question  you  might  have. 

Unequalled  Value.  You'll  find  DigiVox  gives 
you  more  built-in  capabilities  and  standard  accessories 
(such  as  overlays,  shoulder  strap,  and  3  access  methods) 
than  any  other  digitized  aid.  And  it's  surprisinglv 
affordable,  too.  So,  when  you  compare  feature  for 
feature,  we  think  you'll  agree  DigiVox  is  an  unequalled 
communication  \'alue. 

If  you'd  like  to  know  more  about  the  DigiVox  -  or 
our  rental  program  -  call  us  toll-free,  at  1-800-344-1778. 
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Peeling  "Different" 

I  am  the  parent  of  an  eight-year-old 
daur;hter  with  Down  syndrome.  Her 
levdl  of  retardation  is  very  mild.  She  is 
enjoying  second  grade  in  an  inclusion 
program  in  Fails  Church,  Virginia  Tliis 
year,  however,  she  has  become  more 
aware  that  she  is  "different"  from  the 
other  children  and  that  she  learns  more 
slowly.  She  wants  so  desperately  to  be 
included  and  accepted. 

The  children  and  staff  have  been  very 
loving,  patient  and  supportive;  but,  we 
all  are  seeing  a  lot  more  acting  out  and 
inappropriate  behavior.  We  are  seeking 
new  approaches  to  handle  discipline  in 
an  appropriate  manner  while  helping 
her  to  maintain  her  self-esteem  and  get 
in  touch  with  her  emotions. 

K.M.,  Virginia 


Skeletal  Anomalies 

Our  three-year-old  daughter,  Amanda, 
was  bom  with  significant  skeletal  anom- 
alies. Her  legs  are  normal  to  the  knees 
which  she  can  bend.  From  each  of 
Amanda's  knees  extends  a  three-toed 
foot  with  sole  turned  inward.  Three  of 
Amanda's  fingers  on  her  right  hand  are 
webbed — two  will  be  surgically  sepa- 
rated. She  also  has  a  heart  condition — 
hypertrophic  cardiomyopathy  with 

Seardi  and  KeqxHid  is  an  opportunity  for  our 
readers  to  exchange  information  about  their 
practical  experiences  meeting  the  everyday 
challenges  of  life  with  a  child  or  adolescent  with 
iiM>\^ty.^iaiso  expect  parents  to  oA  appro- 
priate  professionals. 

Please  indicate  whether  the  letter  is  a 
search  or  response.  If  a  response,  be  sure  to  note 
in  vrtiich  issue  the  original  Search  letter 
appeared.  All  responses  are  forwarded  to  the 
writers  of  the  Search  letters;  some  are  published. 
Published  letters  may  be  edited  for  purposes  of 
space  and  clarity. 

Witeorfax 

Seudi  or  Respond 

ExctptiiHuU  Parent 

209  Harvard  Street,  Suite  303 

BmoMlne,  MA  02146^ 

ftoc  (817)  730^742 

For  Information  about  specific  disabilities,  con- 
tact the  National  Organization  for  Rare  Disorders 
(NOKi)),  100  Rt  37,  P.O.  Box  8923,  New  Fairfield, 
CT  06812,  (800)  999-NORD,  (203)  746-6518.  Also, 
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asymmetric  septal  hypertrophy — but 
this  has  been  managed  well  throughout 
her  life. 

We  have  received  many  medical  opin- 
ions alx)ut  Amanda's  legs.  Recommenda- 
tions have  included  splinting,  partial 
amputation  with  prosthesis  use  and 
other  surgeries.  We  have  not  yet  found  an 
option  with  which  we  are  comfortable. 

Amanda  is  very  bright,  busy  and 
inquisitive;  her  disability  has  not 
impeded  her  development  in  other 
areas.  We  have  never  seen  or  heard  of 
any  children  similar  to  Amanda,  but  as 
we  consider  medical  options  and  plan 
her  education,  we  would  be  grateful  for 
the  opportunity  to  correspond  with 
other  families  facing  similar  choices.  We 
I  would  also  welcome  referrals  to 
resources  for  additional  information. 

D.D.,  Pennsylvania 

DiGeorge  Syndrome 

We  are  the  parents  of  a  three-year-old 
boy  who  has  DiGeorge  syndrome.  We 
would  welcome  correspondence  from 
other  psirents  of  children  with  this  syn- 
drome, as  well  as  professionals  or  orga- 
nizations who  may  have  current  medical 
literature  on  this  condition. 

T.A.  &J.A.,  Colorado 

Teeth  Grinding 

Our  nine-year-old  daughter,  Nicole,  has 
been  diagnosed  with  pervasive  develop- 
mental disorder,  autism  and  bi-polar  dis- 
order. 1  sometimes  wonder  if  these 
diagnoses  are  correct.  Nicole  is  non-ver- 
bal but  can  answer  questions  by  point- 
ing to  word  cards  with  no  physical 
assistance. 

I  am  writing  in  regard  to  Nicole's 
habit  of  grinding  her  teeth.  This  is  some- 
thing she  would  do  off  and  on  in  the 
past;  now,  she  does  it  constantly.  The 
dentist  said  that  the  teeth  in  her  jaw  are 
quite  worn.  He  acts  as  though  there's 
nothing  that  can  be  done.  Nicole  grinds 
her  teeth  so  hard  at  times,  I'm  afraid 
they  may  actually  crack.  She  has  several 
permanent  teeth  and  I  don't  see  how 
they  can  last  a  lifetime  under  these  cir- 
cumstances. I'd  appreciate  any  helpful 
suggestions. 

A. 71,  South  Camlina 


Robinow  Syndrome 

Our  three-year-old  son,  Zachary,  was 
born  with  Hirschsprung  disease  and 
hydronephrosis  of  the  kidneys.  At  six 
days  of  age,  he  underwent  surgery  for 
an  ileostomy  and  ureterostomies.  At  two 
months  of  age,  he  began  having  sei- 
zures, now  controlled  by  medication. 
His  pinkie  fingers  and  toes  are  not  fiilly 
developed — the  nails  are  just  dots.  He 
functions  at  a  three-  to  six-month-old 
level.  He  doesn't  have  total  head  control, 
but  can  roll  all  over  the  house  and  hold 
a  bottle.  He  will  eat  soft  baby  food  but 
cannot  chew. 

Because  of  his  physical  features — 
widely  spaced  eyes,  low-set  ears,  high 
palate,  seizures,  short  stubby  fingers 
and  toes,  flattened  facial  features, 
micropenis,  undescended  testes  and 
simian  creases — Zach  has  been  diag- 
nosed with  Robinow  syndrome.  We  do 
not  know  what  his  future  will  be  like 
because  his  doctors  have  yet  to  find 
another  chilJ  with  the  same  combina- 
tion of  problems  as  our  son. 

My  husband  and  I  love  our  son  dearly 
and  are  hoping  to  find  someone  who 
has  a  child  with  similar  problems.  We 
would  also  be  glad  to  receive  and  share 
infonnation  on  caring  for  an  ileostomy 
and  ureterostomies. 

J.L.,  Michigan 

Vomiting  Problem 

Our  one-year-old  son,  Jimmy,  was  bom 
with  meconium  aspiration  and  a  grade 
IV  brain  hemorrhage.  He  has  cerebral 
palsy,  a  seizure  disorder,  cortical  blind- 
ness, temperature  instability,  diabetes 
insipidus  and  a  poor  suck/g^  reflex,  for 
which  he  is  fed  exclusively  through  a 
G-button. 

At  six  weeks  of  age,  before  Jimmy 
was  released  from  the  hospital,  surgery 
was  done  to  insert  a  gastrostomy  feed- 
ing tube  and  to  perform  a  Nissen  proce- 
dure to  prevent  reflux.  At  three  months 
of  age,  the  G-tube  was  replaced  by  a 
Bard  G-button.  Aroimd  this  time,  Jimmy 
began  vomiting  following  some  of  his 
feeds.  We  tried  to  find  a  pattern  for 
these  episodes,  but  they  seemed  to 
occur  randomly.  Since  this  time,  the 
amount  of  fomiula  we  have  been  able  to 
give  Jimmy  without  provoking  vomiting 
has  decreased  from  six  to  two  ounces 
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"Bedwetting  is  something  I'll  outgrow, 
but  until  then,  I'll  wear  GoodNites: 


Introducing  new  Pull-Ups*  GoodNites'"  Absorbent  Underpants  for  older  children— 45  pounds  and  up. 
Your  child  slips  them  on  at  bedtime  and— accident  or  not— wakes  up  to  dry  sheets,  dry  pajamas. 
And  a  whole  new  positive  attitude. 

Even  with  the  super-absorbent  lining,  GoodNites'"  Absorbent  Underpants 
are  so  trim,  they  disappear  under  pajamas.  Nobody  needs  to  know 
your  child  is  wearing  them.  And  with  no  sheets  to  wash,  mornings 
are  hassle  free.  Everyone  starts  the  day  right. 
We  developed  GoodNites'"  with  the  help  of  pediatricians  and  other 
childhood  experts.,^. 
We've  put  all 
we  learned  about 
bedwetting  in  a  book.  For  your  free  copy,  send  $1 ,00 
postage  and  handling  to  GoodNites"  Book  Offer, 


rnVr>  PO.  Box  1125,  Maple  Plain,  MN  53^. 


per  feed.  Consequently,  he  has  had  trou- 
ble gaining  weight,  even  though  we  try 
to  feed  him  every  couple  hours  using  a 
high-calorie,  concentrated  formula 

We  have  tried  a  variety  of  anti-reflux 
and  stomach  medicint.. — including  Zan- 
tac, Bethanecol,  Cisipride  and  Reglan — 
without  much  success.  Upper  gastro- 
intestinal and  milk  scans  show  some 
reflux.  A  pH  probe  test  will  be  done 
soon.  Additional  surgery  on  his  Nissin  is 
also  a  possibility. 

We  would  like  to  know  if  anyone  has 
encountered  similar  feeding  problems 
under  these  circumstances. 

J.K.  &  T.K,  Virginia 


Panic  Attacks? 

Our  six-year-old  son,  Davis,  has  Coffin- 
Lowry  syndrome.  Cognitively,  he  is  at  a 
two-year-old  level.  He  had  sensory 
defensiveness  as  an  infant,  but  has  over- 
come much  of  that  Due  to  scoliosis,  he 
has  an  awkward  gait  and  poor  coordina- 
tion, but  he  gets  around  just  fme. 

At  age  four,  he  had  three  bad  falls  dur- 
ing a  two-week  period.  He  became 
afraid  of  walking,  started  falling  for  no 


apparent  reason  and,  eventually, 
stopped  walking  unaided  entirely.  That 
lasted  for  about  three  months. 

The  same  thing  has  happened  twice 
since  then,  each  time  about  a  year  apart 


The  Rain-Pretty  Church,"  by  Alex  Blum 

He  has  what  looks  like  a  seizure — his 
body  goes  rigid  and  pulls  into  a  fetal 
position  with  his  head  thrown  back.  His 
normal  self-protection  mechanisms  faU, 
and  he  falls — always  landing  on  the 
right  side  of  his  forehead.  He  appears 
terrified.  Between  episodes,  he  will  have 
months  of  normal  physical  activity. 

We  have  not  been  able  to  find  a  phys- 
iological cause  for  the  behavior. 


Haverich  Ortho-Sport,  Inc. 
67  Emerald  Street 
Keene,  NH  03431  (603)  358-0438 


Haverich 


Europe's  leading  line  of  specialized 
'l^icycles,  tricycles  and  tandems 
iflpw  available  in  North  America. 
iSteel  frame.  Duel  caliper,  drum 
:<and  coaster  brakes  available. 
Parking  brakes  standard. 
Latest  styling  and  wide 
choice  of  colour 
combinations. 
More  than  30  specially 
designed  accessories  to 
meet  every  need. 


Seizures  have  been  ruled  out  and  these 
episodes  appear  unrelated  to  his  syn- 
drome. His  neurologist  thinks  he  has  an 
abnormally  high  level  of  background 
anxiety  that  manifests  itself  in  "panic 
attacks"  when  he  becomes  overloaded 
with  unpredictable  sensory  input.  Cur- 
rently, we  are  experimenting  with  a 
medication. 

1  am  interested  in  corresponding  with 
anyone  who  is  familiar  with  this  prob- 
lem, knows  its  cause  or  has  had  success 
with  medications  or  behavior  modifica- 
tion techniques  to  overcome  a  similar 
problem.  The  neurologist  is  interested  in 
whether  sensory  defensiveness  in 
infancy  may  be  related  to  higher  anxiety 
levels,  panic  attacks  and  compulsive 
behavior  in  older  children  and  adults. 

M.I.,  Washington 

Ring  Chromosome  22 

We  are  the  proud  parents  of  a  12-year- 
old  boy  who  was  diagnosed  with  ring 
chromosome  22  at  age  five.  We  have 
been  unable  to  find  much  information 
about  this  disorder  and  would  like  to  be 
in  touch  with  other  families  and/or  pro- 
fessionals who  have  evperience  with 
this  syndrome. 

T.W.&D.D.W.,  Washington 

Scoliosis 

My  13-year-old  daughter  was  bom  at  27 
weeks  weighing  two  pounds,  eleven 
ounces.  She  suffered  a  brain  hemor- 
rhage and  was  diagnosed  with  bron- 
chopulmonary dysplasia,  a  seizure 
disorder,  profound  physical  and  mental 
retardation  and  .'spastic  quadriplegia.  A 
few  years  ago,  she  was  also  diagnosed 
with  scoliosis.  Now,  the  doctor  has  said 
she  needs  immediate  surgery,  because 
♦lie  scoliosis  has  progressed  to  more 
than  50  percent. 

1  would  like  to  hear  from  any  parent 
with  a  child  who  has  had  scoliosis 
and/or  surgery  for  this  condition.  I 
would  also  like  to  hear  from  any  parent 
who  has  a  13-year-old  with  disabilities 
similar  to  my  daughter's — how  do  you 
handle  everyday  things  like  feeding, 
clothing,  toys,  school,  social  events  and 
the  fear  that  your  child  will  become  too 
big  for  you  to  care  for  properly?  I  know 
1  am  asking  a  lot,  but  1  need  some  help 
and  advice  to  deal  with  the  upcoming 
years. 

D.R.,  Neiv  York 
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Berkshire 

lyfeadows 


is  a  private,  non-profit  year-round  residential  school  for  children 
who  are  developmentally  delayed  and  multiply  disabled. 


N' 


estled  in  the  serene  beauty  of  the  Berkshire  Hills, 
Berkshire  Meadows'  carefully  designed  15-acre  campus 
houses  attractive,  homelike  residences,  extensive  physical 
therapy  facilities  (including  a  therapy  pool,  a  Hubbard  Tank, 
and  vestibular  stimulation  equipment)  and  a  cheerful  Learning  Center  equipped  with  state-of-the-art 
teaching  aids.  Here  the  children  are  taught  techniques  to  help  them  to  compensate  for  their  tremendous 
difficulties,  and  where  their  bodies  are  gently  persuaded  to  move  more  freely  and  with  greater  control. 

At  every  stage  of  the  Learning  Center  curriculum  and  throughout  the  rest  of  the  Berkshire  Meadows 
programs  we  work  with  each  young  person  to  improve  his  or  her  ability  to  communicate.  For 
most  of  these  young  people,  there  has  been  no  incentive  to  communicate:  their  basic  needs  have  been 
provided  for,  in  one  way  or  another,  and  they  have  in  any  event  been  unable  to  express  needs  or  wants  in 
ways  that  other  people  understand.  So  the  first  task  is  to  motivate  communication,  which  we  do  by 
offering  choices  -  of  toy,  snack,  drink,  etc.  By  using  pleasurable  choices  and  consequences,  we  provide 
even  greater  incentive  to  the  child  to  break  through  his  or  her  passivity. 


Total  and  Augmentative  Communication 

In  general,  the  staff  use  Total  Communication  with  all  our  students  -  that  is, 
sign  language,  facial  expressions  and  words.  However,  for  many  of  our 
students,  using  normal  sign  language  is  not  feasible,  so  we  develop  indi- 
vidual augmentative  communication  skills.  We  teach  the  use  of  mecha- 
nisms such  as  object  displays,  switch-operated  scanning  devices  and 
VOCAs  (voice  output  communication  aids)  ranging  from  simple,  pre- 
programmed devices  to  sophisticated  computers  with  speech  synthesizers. 
Once  a  system  of  communication  has  been  established,  we  ensure  that 
family  members  and  all  staff  are  trained  to  understand  it,  so  that  the  student 
is  spared  the  repeated  frustration  of  not  being  understood. 

Concomitant  with  learning  to  communicate  is  the  ability  to  impact  one's 
own  life.  For  the  youngsters  at  Berkshire  Meadows,  this  is  a  primary 
step  toward  psychological  development  and  emotional  wellbeing. 


For  more  information,  please  contact:  Mrs.  Gail  Charpcntier,  Executive  Director 

Berkshire  Meadows 
249  North  Plain  Road 
Hoiisatonic,  MA  01236 
(413)  528-2523) 


we  use  a  combination  of 
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Transporting  TWo 
Non-Ambulatoiy  Children 

D.H.  (Februmy  1994)  has  tktve  boys, 
liro  of  which  have  multiple  disabili- 
ties and  are  norn-amhulatory.  She  was 
]  looking  for  a  portable,  adjustable 
I   means  of  transpojiing  both  boys 
I  sim''.  itaneously. 
I      Soon  after  we  found  out  that  we 
j   were  expecting  another  child,  we  real- 
\   ized  that  it  would  be  impossible  for  one 
j  person  to  transport  a  20-month-old 
I  child  with  cerebral  palsy  and  a  new- 
bom.  Nobody  seemed  able  to  offer 
assistance  on  tliis  particular  problem. 

While  there  are  many  double 
strollers  available,  none  are  designed  to 
accommodate  a  child  with  even  a 
minor  disability.  Our  solution  was  to 
j   take  a  conventional  double  stroller  and 
I  modify  it  (see  photo)  so  tliat  it  could 
I   pronde  the  support  our  20-montli-old 
I   child  required,  and  also  transport  our 
new  baby. 


/ 

if  '■ 

We  started  with  a  Grayco  double 


stroller  and  Fisher  P)ice  bicycle  seat. 
The  stroller  was  not  quite  large  enough 
j   to  allow  the  bike  seat  to  slip  into  it,  so 

•  we  sawed  off  the  front  bumper  bar  and 

I   extended  it  with  a  custom-bent  piece  of 

•  electrical  conduit.  This  allowed  the 

'.  bike  seat  to  be  placed  in  the  stroller 

•  The  bike  seat  also  required 

j   modifications.  First,  there  were  side 
;   rails  that  needed  to  be  removed  to 
^   allow  the  seat  to  slide  easily  in  and  out 
j   of  the  stroller.  Second,  we  needed  a 
■   way  to  secure  Alexander's  feet.  We 

attached  straps  to  wooden  blocks;  that 

were  screw(>d  into  the  bike  seat's  plfis- 

tic  foot  protectors.  The  third 
\   modification  was  a  bit  more  involved. 
;   Alexander's  lack  of  complete  lieaci  con- 
i   trol  meant  that  he  would  need  a 

pa(kie(l  head  support.  To  aceoniplish 
i   this,  we  heated  tuid  bent  a  piece  of  one- 
I   quarter  inch-thick  Plexiglius,  bolted  it  to 
;   the  bike  seat,  padded  it  iuid  covered  it 


with  fabric.  Last,  we  added  a  strap  to 
secure  the  bike  seat  in  the  stroller.  The 
stroller  folds  down  with  the  bike  seat 
inside  so  it  is  easy  to  handle  and  fits  in 
an  ordinary  car  trunk. 

These  modifications  were  not  as 
difficult  and  extensive  as  they  sound — 
the  difficult  part  was  figuring  out  how- 
to  maice  the  changes,  not  actually  mak- 
ing them.  Alexander  is  now  30  months 
old  and  Amy  is  10  months.  Additional 
modifications  to  the  bike  seat  have 
been  required  to  accommodate 
Alexander's  growth.  Soon,  we  will 
have  to  figure  out  how  to  accommo- 
date the  growth  of  both  children,  so 
we  would  welcome  ideas.  One  ready- 
made  product  that  holds  some  promise 
is  the  Runabout™  (RunaboutAJSA, 
Inc.,  8025  S.W.  TSth,  Aloha,  OR  97007, 
503/649-7922).  Rimabout  "Baby  Karts" 
are  fully  adjustable,  can  accommodate 
from  one  to  three  children  and  also 
use  bicycle  seats.  However,  the  Run- 
about is  more  difficult  to  handle  and 
transport  than  a  stroller  and  carries 
a  higher  price  also. 

D.S.,  Wisconsin 

Celiac  Sprue 

S.LW.  (March  1994)  wanted  to  coire- 
spond  with  otlwr  parents  of  children 
who  have  celiac  sprue,  a  digestive  con- 
dition which  prevents  the  digesticm  of 
gluten-conta  in  ing  pmd  nets. 

My  son,  now  23  years  old,  has  been 
on  a  gluten-free  diet  since  he  was  1 1 
months  old.  He  was  diagnosed  with 
celiac  sprue  after  suffering  ironi  symp- 
toms for  five  months.  After  a  few  days 
on  the  diet,  his  diarrhea  stopped. 
I      Here  are  three  sources  of  more  infor- 
i  mation  than  you'll  know  what  to  do 
witli: 

•  Celiac  Sprue  Assn.-USA,  P.O.  Box 
31700,  Omalia,  NE  ()8131-0700. 

•  ENER-G  Foods  Inc.,  PO.  Box  84487, 
Seattle,  WA  98124-5787.  (Mail  order 
food  products.  Sometimes  you  can  find 
th(>  brand  "ENER-G"  in  large  health 
food  stores.) 

•  Gluten  Intolerance  Group,  P.O.  Box 
230.'V3,  Seattle,  WA  98102-0353. 

Don't  forget  to  always  read  laliels. 
j  Also,  write  to  food  companies  and  ask 
j  for  a  list  of  their  gluten-free  products. 
I  L.R.U.,  New  York 


School  Districts  With 

Full  Inclusion  in  New  England 

J.H.  (March  1994)  was  planning  a 
move  to  Neu>  England  and  wanted 
assistance  in  finding  inclusive  school 
districts. 

Each  state  has  a  Planning  Council  on 
Developmental  Disabilities.  These 
Councils  are  an  excellent  source  of 
information  on  inclusion  and  many 
other  topics.  You  may  contact  the  Plan- 
ning Council  in  your  state  and  ask  for 
information  about  various  New  Eng- 
land states,  or  you  may  contact  those 
states'  Councils  directly.  The  numbers 
would  be  available  through  directory 
assistance;  a  siate's  Planning  Council  is 
usually  in  the  state  capital  and/or  the 
largest  city. 

A'.J?.,  Illinois 

Lennox-Gastaut  Syndrome 

D.S.  &  J.S.  (Matvh  1994)  hai^  a  22- 
month-old  son  wlw  has  seizures  and 
autistic  symptoms;  doctor's  say  he  has 
Lennox-Gastaut  syndmme.  "We  are 
searching  for  parents  of  a  similar 
child,"  tliey  wrote,  "or  anyone  with  a 
suggestion  as  to  how  I  ccndd  simply 
get  my  beautiful  son  to  look  into  my 
eyes.  It  is  ha-ixi  not  knowing  how  to  get 
thivugh  to  him." 

You  are  practically  describing  my  lit- 
tle girl!  Amy  seemed  perfectly  normal 
for  her  first  two  years,  then  her  pedia- 
trician began  to  wonder  why  she 
wasn't  speaking  as  she  should.  She  was 
a  happy  child,  just  rather  aloof.  At 
three  years  of  age  she  received  her  first 
diagnosis — mild  cerebral  palsy — 
because  tlie  neurologist  didn't  know 
what  was  wrong! 

Last  year,  after  five  frustrating  years 
of  neurological  testing,  she  received 
what  we  believe  is  a  correct  diagnosis 
of  epilepsy.  She  is  now  on  a  combina- 
tion of  dmgs  that  we  hope  will  control 
her  seizures.  She  has  been  diagnosed 
with  Lennox-Gastaut  syndrome. 

Amy  remains  unable  to  perform 
even  basic  functional  living  skills.  Her 
teeth  are  almost  flat  from  grinding  in 
her  sleep  and  constant  chewing.  She 
mostly  avoids  eye  contact.  She  is  only 
;   partially  verbal,  does  not  comnuini- 
I   cate  miy  desires  and  is  extremely 
'  hyjx'ractive. 
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Yoli        ■  can 
get  a  copy  of 
the  magazine 
that  helps  you 
parent  yoijr 
child  with 
a  disability 
times  a 
year!!! 


Thafr^s  right. 

Exceptional 
Parent 

magazine  will  bring 
you  the  information 
you  want  and  need 
monthly! 


Look  for  our 
new  departments: 

•  Fathers'  Voices 

•  Role  Models 

•  Point  of  View 


earch 


Exceptional  Parent 
12  times  a  year!!! 

Yes,  I  want  to  siibscrihc  to  Exceptional  Parent  magazine! 

Gl  One  Year  (  12  issues)  for  S24'. 
Gl  School:  ( 12  iss'.ic's)  lor  S3()'. 
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You  can 
get  a  copy  of 
the  maga:2iiie 
that  helps  you 
parent  your 
child  with 
a  disability 
times  a 
year!!! 
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Thafs  right. 

Exceptional 
Parent 

magazine  will  bring 
you  the  infomnarion 
you  want  and  need 
monthly! 


Look  for  our 
new  depai^ments: 

•  Fathers'  Voices 

•  Role  Models 

•  Point  of  View 

•  Research 
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Now,  to  give  you  something  encour- 
aging after  all  that!  Amy  has  always 
been  aloof,  but  loves  attention  when 
it's  forced  on  her.  Love  and  hug  and 
tickle  your  child  as  much  as  possible, 
even  ii  he  doesn't  seem  to  understand. 
Treat  him  as  if  you  don't  notice  that 
he'i;  squirming  and  trying  to  avoid  you. 
We  have  always  tried  to  treat  Amy  as 
nomially  as  possible,  even  when  she's 
literally  kicking  us  in  the  head!  Her 
aloofness  is  just  a  part  of  her  and  we 
try  to  ignore  it  as  much  as  possible. 

At  times  it's  extremely  difficult  to 
love  this  child,  but  the  dividends,  when 
she  loves  back,  are  tremendous.  Every 
night  I  put  her  to  bed  and  say  to  her 
"Amy,  Mama  loves  you.  Can  you  say  'I 
love  Momniy?'"  OrJy  once  in  nine  years 
did  she  respond  "I  love. . ."  but  that  one 
time  has  kept  me  going  for  many  years. 
She  never  tries  to  kiss  or  hug  me,  but 
she  can't  staxid  to  have  me  out  of  her 
sight — I  take  this  as  her  way  of  saying, 
"I  love  you  Mommy  and  never  want  you 
to  leave  me."  I  may  be  deluding  myself, 
but  it's  my  delusion  and  I  need  it! 

Actually,  she  loves  on  her  daddy 
more  than  anyone  else.  She  will  hug  his 
neck  and  offer  her  forehead  for  a  kiss. 
She  will  sit  on  his  lap  for  a  moment  and 
say  "good  morning"  to  him.  Of  course, 
he  loves  all  tliis  attention  and  is  proud 
to  have  it  directed  orJy  at  him!  But  it 
has  taken  years  to  get  to  this  point. 

My  best  advice  is  just  to  love  your  son 
with  all  your  heart  and  keep  ^ving  him 
affection  no  matter  what  Hold  his  chin 
and  make  him  look  into  your  eyes — 
even  if  it's  orJy  for  five  seconds  a  day. 
We  have  been  doing  tliis  with  Amy  all 
along;  each  year  it  seems  to  get  easier 
for  her  to  reciprocate.  Her  love  of  hei 
family  is  obvious,  even  if  it's  disjointed. 

My  orJy  other  advice  is  to  find  the 
best  neurologist  you  can.  If  you  don't 
feel  completely  comfortable  with  the 
one  you  have,  or  if  you  question  his 
commitment  to  your  son's  care,  find 
another  one.  I've  been  through  four  of 
them  and  orJy  now  have  one  who's 
willing  to  pay  attention  and  try  the 
things  I  feel  wi'l  he  most  helpful.  Also, 
do  your  homework  and  find  out  all  you 
can  about  each  thing  they  toll  you,  no 
matter  how  discouraging  it  may  be. 
Your  son  csm't  speak  for  himself.  He's 
depending  on  you  to  make  sure  tlu> 
(ioclore  are  doing  right  hy  him.  They're 
only  human  too! 

M.K.,  Tarait 


□  I  know  what  you  are  feeling — "Look 
at  me.  Please  just  look  at  me!  I  love  you 
more  than  I  could  ever  say."  As  I  write 
this,  I  can  hear  my  sons  upstairs  bab- 
bling together.  They  are  both  so  beauti- 
ful, so  special  and  so  different.  Our 
older  son  has  blonde  hair  and  autism; 
our  younger  son  has  brown  hair  and  an 
attitude.  They  have  tiieir  own  ways  of 
relating  to  each  other  that  are  fun  to 
watch  and  hear. 

The  best  ad\'ice  i  can  give  you  is  to 
look  for  other  ways  to  know  that  your 
child  is  "coimecting."  My  son  some- 
times looks  directly  at  me,  sometimes 
looks  out  of  the  comer  of  his  eye  and 
sometimes  looks  just  over  my  head 
toward  my  hair.  I  know  my  son  senses 
things  differently  than  everyone  else. 
He  is  sensitive  to  different  food  tex- 
tures and  noises.  He  won't  wear  over- 
alls because  of  the  straps  on  his 
shoulders. 

Try  to  find  ways  to  tell  when  your 
child  is  paying  attention  to  you.  It's 
not  easy,  but  there  may  be  some.  It's 
hard  to  tell  what's  being  taken  in  by 
someone  who  has  no  way  of  telling 
you.  We  have  a  wonderful  speech 
therapist  who  has  helped  us  find 
other  ways  for  our  son  to  communi- 
cate. We  tried  sign  language,  but  that 
didn't  seem  to  help.  We  use  lots  of 
pictures,  and  our  son  has  a  touch 
talker  with  pictures  on  it.  He  can 
point  to  a  picture  of  juice,  and  the 
box  says  "I  want  juice."  It's  hard  for 
us  to  think  tliat  our  son  may  never 
talk,  but  we  feel  great  knowing  that 
we  have  given  him  other  ways  to 
communicate. 

All  beha\'ior  is  communication. 
Wlien  my  son  is  whining  and  driving 
me  up  a  wall,  as  any  kid  can,  I  look  at 
what's  going  on  around  him.  We  feel 
lucky  that  he  communicates  his 
needs  so  well — if  he  wants  to  go  out- 
side, he  whines  near  the  back  door; 
comes  to  us,  grabs  our  hands  and 
takes  us  to  the  back  door;  or  brings 
us  his  coat.  He  doesn't  always  look  at 
us  or  talk,  but  he  does  communicate. 
(I  know,  it  di)esn't  take  away  the  hurt, 
does  it?) 

I  don't  want  to  give  you  some  quick 
psychology  lesson  or  sound  as  though 
I've  fully  accepted  everything  with  my 
son — I  just  know  what  you're  going 
througli  mid  wmit  to  help  you  change 
your  expectations. 

K.S.,  llli)Whs 
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The  Vocal  Assistant  provides 
liand-lield  basic  speecli  at  a 
very  affordable  price. 

The  Vocal  Assistant  is  a  digital 
record  and  playback  communi- 
cation device.  Record  16  mes- 
sages (any  voice,  any  language) 
in  just  minutes.  Each  message 
is  available  for  playback  with 
the  touch  of  a  key. 

A  paper  overlay  slides  into  the 
water  resistant  keypad  so  you  can 
use  pictures  or  words  to  illustrate 
the  message  stored  in  each  key. 

Features 

•  1 6-message  keypad  with 
overlay  pocket 

•  Built-in  microphone  and 
speaker 

•  Lightweight  and  compact 

•  Automatically  conserves 
battery  power  between  uses 

•  Records  messages  in  any  order 

•  Remembers  messages 
during  battery  replacement 

•  Uses  a  standard  9  volt  alka- 
line or  rechargeable  battery 

gmr  labs 

1030  E.  El  Camino  Real  #308 
Sunnyvale.  CA  94087 

Phone  408  •  985  •  7200 
Fax  408  •  243  •  3731 
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Laughter  Helps! 

Reading  what  other  parents  write 
about  their  everyday  life  really  helps 
me  cope.  That  is  why  I  really  eiyoyed 
the  April  1994  issue  which  featured 
quite  a  few  articles  from  parents.  I 
especially  eiyoyed  the  feature  Sense  of 
Hiamr  Required.  I  lauglied  while  I  was 
reading! 

This  article  reminded  me  of  some  of 
my  own  experiences  that  were  not  so 
funny  when  they  happened,  but  seem 
humorous  now — like  the  day  my  six- 
year-old  daughter,  who  has  autism, 
went  to  the  park  with  her  father  to  see 
the  ducks.  A  short  time  later,  they  came 
home. . .  soaking  wet  and  muddy  from 
head  to  toe.  She  had  jumped  right  into 
the  lake,  and  Dad  had  jumped  in  after 
her.  I  was  horrified  at  the  time,  but 
now,  remembering  her  sheepish 
expression  makes  me  laugh.  Maybe 
you  could  start  a  regular  column  where 
pai-ents  could  write  about  some  of  their 
funny  experiences. 

P.C.,  Nciv  York 

Editor's  Notk:  Great  idea!  We  enjoyed 
your  story  and  would  love  to  hear 
fmm  others. 


If  you  could  peek  in 
my  mailbox... 

I  know  you  know  how  you  enhance  the 
lives  of  those  with  special  needs  with 
every  issue.  Still,  you  would  be  amazed 
if  you  could  peek  in  my  mailbox,  or  lis- 
ten in  on  my  recent  phone  calls.  Since 
you  mentioned  Ttie  Myelin  Messenger 
newsletter  (for  families  with  children 
with  insufficient  myelin,  do  Ruth 
Anderson,  HC-29,  Box  686,  Stable  Lane, 
Prescott,  AZ  86301-7435),  parents  have 
been  calling  and  writing  daily.  Tliey  ai-e 
so  grateful  to  E.xeeptioncd-  Parent  for 
printing  information  that  allowed  them 
finally  to  connect  with  other  parents 
who  are  dealing  with  this  rare  disorder. 
Several  have  called  with  tears  of  joy 
because  they  are  so  glad  to  find  out 
they  are  no  longer  alone. 

For  two  families,  that  happened  to  be 
the  first  issue  oiExceptianal  Panmt 
they  had  ever  seen.  They  saw  it  in  a  doc- 
tor's office,  and  were  so  grateful  they 
had  picked  it  up.  Two  other  families 
each  had  two  children  with  this  disorder, 
but  had  never  made  contact  with  other, 
similar  families.  Another  two  parents 
who  wrote  were  physicians  who  them- 
selves had  children  with  this  disorder. 


I  have  heard  from  many  other  fami- 
lies— in  Alaska,  Nova  Scotia,  Florida, 
California  and  everyivliere  in  between. 
I  have  had  a  firstliand  look  at  the  phe- 
nomenal, positive  impact  Exceptional 
Parent  magazine  is  making  on  families; 
we  are  all  very  thankful! 

R.A.,  Arizona 


Viewpoints  on  Inclusion 

I  am  writing  in  response  to  Dr.  Edwin 
MEirtin's  guest  editorial.  Inclusion: 
Rhetoric  and  Reality  (April  1994).  As 
our  parent  group  strug^^les  to  imple- 
ment inclusive  practices  in  our  school 
district,  it  is  a  shock  to  have  Dr.  Martin 
stating  tliat  "tlie  prospects  for  inclusion 
are  not  encouraging."  Why  would  any 
parent  want  to  give  up  a  child's 
birthright  to  belong?  Sure,  inclusion 
involves  risk,  but  we  are  eiyoying  edu- 
cational benefits  tor  our  children  today 
that  were  earned  by  parents  who  took 
risks  in  the  past  Now,  it  is  our  timi  to 
make  a  difference  for  the  children  of 
today  and  tomorrow. 

The  studies  that  Dr.  Martin  cites 
involved  students  who  did  not  have  an 
opportunity  for  an  "inclusive"  educa- 
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>  lb  empower  mothers  and 
fathers  by  providing  practical 
informalim  and  emotimml 
support 
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lisA  BLIIMBESG,  J.D.,  Corporate 
Attorney,  Aetna  Lite  Insurance, 
West  Hartford,  CT 

T.  BEBRY  BKAZELTON,  M.D.,  Clinical 
Professor  Emeritus  of  Pediatrics, 
Harvard  Medical  School,  Boston,  MA 

FRANCES  P.  CONNOR,  Ed.D., 
Professor  Emerlta,  Special 
Education,  Columbia  University 
TVaeiieis  College,  New  Yorit,  NY 

ALLEN  C.  CROCKER,  M.D.,  Director, 
Developmental  Evaluation  Center, 
Clilldr«n'9  Hospital,  Boston,  MA 


EU  FACTOR,  D.M.D.,  Parent, 
President,  Wheelcliair  Motorcycle 
Association,  Brockton,  MA 

HURRAY  FEINGOLD,  M.D.,  Physician- 
in-ClUef,  National  Birtli  Defects 
Center,  l?ranoiscan  ClUldren's 
Hospital,  Boston,  MA 

SANDRA  B.  FLEISHMAN,  Parent, 
Coordinator,  VVnrld  of  Difference 
Project,  Antl-Defatnatlon  League, 
Boston,  MA 

BRUCE  M.  CANS,  M.D.,  President, 
RehabUltation  Institute  of  MIcidgan, 
Inc.,  Detroit,  Ml 

SOL  GORDON,  Ph.D.,  Professor 
Emeritus,  Child  and  Family  Studies, 
Syracuse  University,  Syracuse,  NY 

STANLEY  I.  GREENSPAN,  M.D., 
Clinical  Professor  of  Psychlatiy  and 
Behavioral  Pediatrics,  George 
VrBshlngton  University  Medical 
School,  Washington,  DC 

HERBERT  1.  GROSSMAN,  M.D., 
Professor  of  Pediatrics,  Neurology, 
and  Psychiatry,  Univ.  of  Michigan 
Medical  Center,  Ann  Arbor,  Ml 

DAVID  UIRSCH,  M.D.,  Phoenbc 
Pediatrics,  Phoenbc,  AZ 

GOODWIN  D.  KATZEN,  Former 
Executive  Director,  Rocldand  County 
Center  for  the  Physically 
Handlciq)ped,NewClty,NY 


SUSAN  M.  KLEIN,  PI1.D.,  Professor 

of  Special  Education,  School  of 

Education.  Indiana  University, 

Bloomlngton,  IN 
DINALOEBL,Ed.D.,OTR, 

Associate  Professor,  Department 

of  Occupational  Therapy,  School 

of  Education,  New  Yorlt  University, 

NnwYork,NY 
EDWIN  W.  MARTIN,  Ph.D.,  President 

&  CEO,  National  Center  for  DisabUlty 

Services,  Albertson,  NY 
JAMES  MAY,  MA,  M.Ed.,  Project 

Director,  National  Fathers'  Network, 

Bellevue,WA 
JEAN  B.  McGHEW,  Ph.D., 

Superintendent,  Gienbrook  School 

District  «226,  Glenview,  IL 
EDWARD  NEWMAN,  Ph.D.,  Professor, 

Temple  University  School  of  Social 

Administration,  Philadelphia,  PA 
BETTY  PENDLER,  M.S.,  Parent, 

Member,  New  York  State 

Developmental  Disabilities  Planning 

Council,  New  York,  NY 
STEVEN  P.  PERLMAN,  D.D.S., 

M.Sr.D.,  Assistant  Clinical  Professor, 

Boston  University  School  of 

Dentistry,  Boston,  MA 
HARVEY  PRESSMAN,  President, 

Corporation  for  Opportunity 

Expansion,  Newton,  MA 


SIEGFRIED  M.  PUESCHBL,  M.D., 
Ph.U.,  M.P.H.,  Parent,  Prof,  of 
Pediatrics,  Brown  Untv.  School  of 
Medicine,  Providence,  Rl 

PEGGY  MANN  RINEHART,  BA, 
Parent,  Director  uf  Communications, 
Center  for  Children  with  Ch-onlc 
Illness  and  Disability  Unhmlty  of 
Minnesota,  Minneapolis,  MN 

JERO'  !E  ROSNER,  O.D.,  Professor 
of  I'ediatric  Optometry,  University  of 
Houston,  Houston,  TX 

HARILYN  ROUSSO,  A.C.8.W.,  Director, 
Disabilities  Unlimited  Counseling  & 
Consultative  Service,  New  York,  NY 

BARBARA  J.  SEABURY,  MJi., 
Director;  Child  Life  Dept.,  Rhode 
Island  Hospital,  Providence,  Kl 

HOWARD  SHANE,  Ph.D.,  Djrector, 
Communications  Enhancement 
Center,  Children's  Hospital, 
Boston,  MA 

CAROL  TINGEY,  Ph.D.,  Parent, 
Psychologist,  Western  Rehabilitation 
Hospital,  Sandy,  UT 

HAROLD  TURNER,  D.D.S.,  Associate 
Profe,ssor,  Retired,  School  of 
Graduate  Dentlstiy,  Boston 
University,  Boston,  MA 

IRVING  KENNETH  ZOLA,  Ph.D., 
Professor  and  Chairman,  Dept. 
of  Sociology,  BrandeLs  University, 
Wtltham,  MA 
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Ford  MoBOJTY Motoring 
Makes  Life  More  Rewarding! 


Ffc'd  Motor  Compony  understonds  thot  o 

physicol  disobility  doesn't  meon  life  con't  be 
rewording.  For  mony,  there's  no  greoter  reword 
thon  the  feeling  of  frsedom  ond  independence  thot 
comes  from  driving. 

Thot's  why  your  Ford  ond  Lincoln-Mercury  deolers 
wont  your  octive  life  to  include  o  new  Ford  or 
Lincoln-Mercury  cor  or  von  or  Ford  light  truck.  And 
thot's  why  the  Mobili^/  Motoring  Progrom  wos 
creoted ...  to  moke  Adopting  your  new  Ford  or 
Lincoln-Mercury  product  eosier  ond  more  rewording! 

A  Smoother  Road  to  Travi:l 

Mobility  Motoring  storts  with  o  toll-free  coll.  You'll 
know  you've  orrived  when  your  Ford  or  Lincoln- 
Mercury  deoler  bonds  you  o  check  for  up  to  $750 
toword  the  instollotion  of  odoptive  driving  or 
possenger  equipment.  There's  nothing  for  you  to 
send  in ...  ond  there's  no  woiting  for  your  check! 

You'll  olso  receive  o  complimentory  Ford  Cellulor 
Telephone'  ond  Roodside  Assistonce'  for  the 
durotion  of  t^e  bumper-to-bumper  limited  worrontv. 


PROGRAM 

I^FORmTlo^  You  Need  ... 

FOR  I\FORmD  DECISI0\'S 

The  Ford  Mobility  Motoring  Progrom  olso  provides ... 

■  friendly  toll-free  ond  speciol  "TDD"...  informotion 
line  to  onswer  your  questions. 

■  0  list  of  neorby  ossessment  centers  outhorized  to 
provide  o  "prescription"  for  your  vehicle's 
odoptive  equipment. 

■  0  list  of  locol  odoptive  equipment  deolers  ond 
instollers. 

■  sources  of  funding  which  moy  be  oble  to  provide 
ossistonce  in  addition  to  the  omount  you  receive 
from  the  Mobility  Motoring  Progrom 

Best  of  all,  you  get  ford  Motor  Company's  products 
and  services.  A  Company  where  quality  and  service 
are  always  "Job  V." 


So  whether  your  life  demonds  o  new  Ford  or 
Lincoln-Mercury  cor  or  von,  or  Ford  light  truck . . . 
just  coll  1-800-952-2246  (for  TDD  users:  1-800- 
TDD031 2).  You'll  discover  thot  Mobility  Motoring 
is  your  kind  of  reword! 

FrMMobity  Motoring  VidMl 

This  video  shows  how  easy  it  is  to  open  the  door  to 
Mobility  Motoring  rewonls.  You'll  nieet  people  who 
hove  Iwnied  the  prr^-^ss  is  raolly  simple.  Yoo'H  also 
see  how  Ford  products  adapt .. .  for  versatSity, 
convenience  ond  just  pkiin  motoring  fwi.  Just  ask  for 
your  free  video  when  you  coH  us. 

Program  Period 

October  1,1 993  — September  30,1994 

Imtom  is  lesponfibh  foi  0  ]2liloymmrmmoctmlioiionttie 
fold  Celliikii  Spfem,  Some  hcot  inMuol  ra/ne/5  ney  lequiie  a 
hngei  ogreemenf  os  well  m  oitiei  /efe/ed  senia  ami  usage  ckiges, 
so  occeptame  is  opiional  lo  be  eligible  lai  Ik  wmptmsnloiy  ford 
Cekloi  lekphone,  Ik  aslomet  must  also  live  in  an  aieo  meied  k 
(fie  fold  Ctkhi  Syslem  at  the  tim  al  l/w  pufftee  0/  kose. 
'  /W  youi  deolei  loi  a  ropy  of  (fie  limited  mmntf  and  (omplete 
details  al  the  Hoaoside  AssisUiKe  p/on  Wsfwfes  rawed  by  the 
liiKoln  Conrnilment,  f-Ssnes  Mciied  (aie  c  M  (oipel  lease 
plans  have  odditional  temfiis 
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tion  for  the  msuority  of  their  school  years.  Furthermore,  iii 
addition  to  academic  performance,  researchers  should 
focus  on  the  social  and  emotional  needs,  and  personal  and 
collective  citizenship  responsibilities  of  our  children.  Some 
benefits  of  inclusion — a  first  birthday  party  invitation  or  a 
teenager's  first  non-disabled  friend  from  school — are 
difficult  to  translate  into  hard  data. 

Studies  are  helpful,  but  most  of  us  cannot  wait.  We  are 
moving  forward  with  inclusion  using  parental  support 
groups,  collaborative  school  partnerships  focused  on  "best 
practices"  and  remaining  ever  alert  to  what  our  children 
"tell"  us. 

P.A.D.,  Pemisyhvnia 

□  As  a  parent  of  an  18-montli-old  who  has  Down  syndrome, 
the  title  of  Dr  Martin's  guest  editorial  intrigued  me.  I  was 
disappointed.  Martin  writes,  "Neither  parents  nor  profes- 
sionals should  accept  i-hetoric  in  the  place  of  data"  He 
should  have  followed  his  own  advice. 

Martin  cites  data  on  the  percentage  of  youth  with  disabili- 
ties failing  at  least  one  regular  education  high  school 
course.  These  data  could  be  interpreted  in  many  different 
ways.  Advocates  of  inclusion  might  say  that  this  reinforces 
theii-  claim  that  regular  education  should  be  strengthened  to 
meet  the  needs  of  students  witli  disabilities.  Others  might 
conclude  that  this  points  to  a  failure  of  mainstreaming.  In 
any  case,  Martin  needs  a  great  deal  more  data  and  detail  to 
support  his  conclusion  that ". .  .the  data  indicate  that  the 
prospects  for  inclusion  are  not  encouraging." 

As  a  history  teacher  I  can  testify  to  the  extraordinary 
impact  of  inclusion  on  the  lives  and  academic  performance 
of  my  many  special  education  students.  Martin  is  riglit  in 
calling  for  long-term  studies  of  "outcomes."  But  parents  like 
me  will  not  wait  for  the  findings  of  such  studies  before  they 
demand  what  most  see  as  the  most  empowering  education 
for  their  children — inclusion. 

I  am  disappointed  in  Exceptional  Parent  for  niiikuig  this 
a  "guest  editorial"  without  comment  •  r  response,  thereby 
giving  it  the  Exceptional  Paivnt  imprimatur. 

J.H.,  California 

□  I  really  do  not  have  aiiy  interest  in  knoving  how  i.iany 
graduates  of  a  program  are  employed  or  in  post-secondary 
programs.  This  will  not  tell  me  anything  about  the  future  of 
my  child.  I  am  much  more  interested  in  how  teachers  and 
administrators  view  children  with  disabilities.  Are  they 
inclusive  or  exclusive?  Do  they  see  my  child,  or  do  they  see 
his  disability?  These  are  the  truly  important  questions. 

Martin  attempts  to  make  a  case  for  collecting  mon  data. 
His  article,  however,  provides  a  perfect  example  of  how 
data  can  be  misused.  For  example,  he  cites  the  percentage 
of  youth  with  disabilities  who  fail  at  least  one  regular  educa- 
tion high  school  course.  But  he.  never  p7vvidcs  cotnpamble 
numbers  for  students  iciu)  do  not  iuuie  a  disability.  This 
reminds  me  of  the  data  once  used  to  "prove"  that  having  a 
child  with  a  disability  led  to  marital  strife  and  discord — fifty 
percent  of  such  marriages  ended  in  divorce!  Wliat  one  was 
never  told  was  that  the  divoice  rate  was  Idfnlirjil  for  cou- 
ples who  did  not  have  a  child  with  a  disability.  Likewise,  I 
suspect  that  a  similar  percentage  of  yoi  h  without  disabili- 
ties fail  at  least  one  high  school  course. 
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Martin  also  attempts  to  correlate  segregated  education 
with  a  higher  rate  of  college  attendance  by  using  the  exam- 
ple of  children  who  are  deaf.  But  such  children  may  also 
have  a  lower  rate  of  cognitive  disabilities.  That  factor  could 
have  more  to  do  with  their  rate  of  college  attendance  than 
the  fact  that  they  are  more  often  educated  in  segregated  set- 
tings. And  what  does  college  attendance  have  to  do  with 
being  accepted  in  the  community? 

As  a  parent  who  has  worked  hard  over  the  last  nine  years 
to  include  my  child  in  the  community,  I  am  willing  to  say 
that  inclusion  is  a  necessary  piece  of  life's  puzzle.  I  work 
with  many  families  who  don't  need  data  to  tell  you  tht-  dif- 
ference inclusion  has  made  in  their  lives.  I  believe  that 
spending  money  on  evaluating  federally-funded  demonstra- 
tion projects  is  a  waste  of  time.  Let's  put  money  into  provid- 
ing the  supports  needed  to  make  inclusion  successful. 

Families  must  be  involved  in  including  their  children  in 
their  community,  and  school  is  often  the  place  to  begin.  My 
son  receives  some  services  outside  the  regular  classroom 
but  is  seen  by  all  his  classmates  as  just  another  kid.  Josh 
plays  on  local  sports  teams,  participates  in  the  annual  talent 
show  and  knows  more  people  in  our  town  than  me.  I 
believe  these  things  are  the  true  indicators  of  what  Josh's 
life  will  be  like  in  the  future — not  whether  or  not  he  attends 
college. 

I  agree  with  Dn  Martin  that  inclusion  practices  need  to  be 
continually  reviewed.  I  believe  that  support  and  training  of 
regular  and  special  educators  is  the  real  issue.  I  look  for- 
ward to  reading  more  from  parents  on  tliis  subject  in  future 
issues. 

S.M.,  West  Virginia 

Dr.  Martin  replies:  I  appreciate  the  chance  to  i-ejAy  to  the 
thoughtful  letters  comerning  my  guest  editorial.  Each 
ivises  concenis  about  my  vieivs,  fearing  incoirectly,  that  I 
oppose  'inclusion"  in  principle.  Tiie  letters  elic 't  feelings 
of  compassion  and  support  fivm  me — /  applaud  the  hope 
and  dreams  of  these  parents  and  wish  them  and  their 
children  well. 

My  goal  in  uniting  the  editorial  was  to  elicit  thought 
and  to  caution  readers  that  inclusion,  as  implemented, 
will  almost  cmiainly  be  of  uneven  quality.  Almost  Jive  inil- 
lion  children  and  hundreds  oftlwusu  nds  of  teachers  ivill 
be  involved;  no  broad-scale,  tested  pi-eparation  and  teacher 
tmi.iing  fias  yet  been  demonstrated.  Past  efforts  tou'aixl 
education  refortn,  including  parts  of  IDEA  (P.L.  94-142), 
have  floundered  for  these  voy  reasons,  leaving  parents 
and  pyvfessionalc  frustrated  atul  disillusioned.  Testable 
reform  is  needed;  the  support  of  teachers  and  funding 
souires  must  also  be  established. 

Fiirtlier,  since  school  systems  have  not  kept  careful 
ivcords  oftlw  "outcomes"  of  students  in  special  education, 
many  pivblems  in  the  system  air.  only  now  becoming 
obvious.  Vie  statistics  I  cited  were  intended  to  make  that 
point,  to  pwvide  guidance  for  the  future. 

As  a  government  official,  I  felt  it  U)as  a  victory  thai  the 
ovenvhelming  number  of  childivn  with  learning  disabili- 
ties icerc  receiving  at  least  .'ionie  of  thvi  r  educotion  in  reg- 
ular clasNivoms.  I  did  not  Icnow,  nor  did  anyone  else,  that 
two  out  of  three  children  wo-e  failing  one  of  those  classes. 

continued  on  page  53 
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Familiar  Faces 


Seven-year-old  Sydney  Greer  Hinka  enjoys  swimming, 
norses  and  riding  the  school  bus.  Sydney,  who  has 
autism  and  epilepsy,  lives  in  Katy,  Texas  with  her  mom, 
Nancy;  dad,  Alan  and  dog,  Kanga.  Sydney  is  in  first 
grade  at  Cimarron  Elementary  School. 


Horseback  riding  is  one  of  six-year-old  Cory  Powell's 
favorite  activities.  Cory,  pictured  here  with  his  dad,  BiUy, 
"has  lots  of  experience  with  horses. "  Last  year,  he  rode  with  a 
group  called  "Horses  Helping  Handicapped. "  Cory,  who  lives 
in  Port  St.  Lucie,  Florida,  has  cerebral  palsy. 


Chocolate  cake  is  always  welcome  at  the  household  of 
Dakota  Joa^f  Rizzo.  Dakota,  seen  here  celebrating  his  fiist 
birthday,  is  developmentaUy  delayed.  In  hopes  of  finding  a 
diagnosis  fvr  Dakota,  his  parents,  William  and  Tracy,  pub- 
lished a  Search  letter  in  Exceptionai.  Parent  last  year;  they 
say  that  although  Dakota  remains  undiagnosed,  their 
Search  letter  has  resulted  in  many  new  friends. 


Two-year-old  Alexandra  Sellitti  ofSayville,  New  York, 
flashes  a  charming  grin.  Alexandra,  who  tvas  bom  ivith 
myelomeningeocele  and  hydrocephalus,  urns  recuperat- 
ing fivm  hip  surgery — her  seventh  operation  in  two 
years —  when  this  photo  was  taken  at  Easter,  199^.  "She 
remained  her  usual  happy  self  through  the  tvlwle  thing, " 
says  her  mother,  Rosemary.  "Site's  a  real  trooper  and  we 
are  all  vety  proud  of  Iter, " 


Ryan  Lutak,  11,  of  Fords,  Neiv  Jersey,  finds  his 
wheelchair  suirounded  by  classmates  from  the 
Mattliew  Jago  School  in  Sewaren,  Neiv  York, 
during  afun-fiUedfield  trip  to  the  Statm  of 
Liberty.  Front  row  (fivm  left):  Jackie,  Heather; 
back  row:  Megan,  Stephanie,  Steven,  Ijouis,  Ryan, 
Daniel  and  Michael.  Ryan  has  spina  bifida. 


WouM  you  Nke  to  short  a  favorite  CMMfM  Miapthet  or  «flde  of  your  child  and/or  family  with  other  readers  of  Exceptional  Patent?  Send  it  to:  Readers'  Photos,  Exceptional  Parent, 
209  Harvard  Street,  Suite  303,  Brookline,  MA  02146.  (Sorry,  photos  cannot  be  returned.)  On  a  separate  sheet  of  paper,  write  your  child's  full  name,  age  at  the  time  photo  was  taken, 
address  arxl  daytime  ptxxie  numt)ef,  and  identify  everyone  in  the  photo.  If  you  like,  you  can  also  write  a  few  sentences  about  yow  chik).  Then  look  for  a  familiar  face  In  an  upcoming  Issue! 
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Came  Miller 

Harvard  student-athlete  talks  about  growing  up  deaf 


Carrie  Miller,  19,  hus  bcxni  deaf  since  a  bout  with 
spinal  meningitis  at  the  age  of  15  montlis.  Carrie, 
wfw  has  been  stvimming  competitively  since  the  age 
of  nine,  is  a  two-time  paiiicipant  in  the  Wotid  Games 
for  the  Deaf.  At  the  1993  Woiid  Games  in  Bvlgana, 
she  ivon  an  unprecedented  10  medals — nine  golds 
and  a  bronze.  Next  fall,  Carrie 
will  enter  her  junior  year  at 
Harvard  University  where  slie 
is  a  top  swimmei-  and  student, 
majoring  in  environmeiUal  sci- 
ences and  public  policy.  Excep- 
TiosAL  Parent  caught  up  with 
Cairie  in  Apnl,  during  an 
hour's  free  time  between  a  meet- 
ing with  Harvard  swim  coach 
Maura  Scali.se  ayid  a  marine 
science  setninar 

After  I  recovered  from 
spinal  meningitis,  my  par- 
ents did  not  realize  that  I 
was  deaf.  I  wasn't  diagnosed  imtil 
the  end  of  Uie  following  sununen 

At  that  time,  my  father  was 
almost  finished  with  graduate 
school  at  the  University  of  Penn- 
sylvania My  parents  started 
looking  at  schools  for  the  deaf  in 
areas  where  my  dad  had  job 

offers.  My  father  accepted  a  teaching  job  at  the  Univer- 
sity of  Delaware  because  my  parents  were  impressed 
with  the  parent-infant  program  at  the  Sterck  School, 

I think  I  would  have  been  frustrated 
by  low  expectations  if  I  had  stayed 
at  the  deaf  school.  I'm  sure  none 
of  those  teachers  ever  expected  me 
to  attend  Harvard. 

Delaware's  stale  school  for  the  deaf.  Sterck's  progi-am 
used  the  philosophy  of  "total  communication."  M\  pm'- 
ents  had  looked  at,  and  decided  against,  schools  with 


stiictly  oral  programs.  They  wanted  me  to  talk,  but 
they  believed  that  I  needed  sign  language  also. 

When  I  started  first  grade,  my  parents  wanted  me 
to  be  mainstreamed  all  day  with  an  interpreter  At  the 
deaf  school,  I  had  been  put  in  classes  with  kids  who 
were  three  or  four  years  older  than  me  because  I  was 


Gold  medal  winners:  Carrie,  14,  was  a  member  of  the  U.S.  women's  400-meter 
free  relay  learn  that  won  a  gold  medal  at  the  1989  World  Gam^s  for  the  Deaf  in  New 
Zealand.  Team  members  included  Q'mm  left)  Celine  Ijixvler,  Lauren  Abbot  (face 
partially  hidden),  Jennifer  Griffith  and  Cartie. 


doing  so  well.  My  parents  wanted  me  to  spend  more 
time  with  kids  my  own  age;  I  would  also  be  going  to 
school  with  a  few  hearing  friends  from  my  neiglibor- 
hood  who  knew  some  sign  language — back  then,  my 
speech  wasn't  as  intelligible  as  it  is  now,  so  my  friends 
had  to  know  sign  language  to  understand  what  \  was 
saying. 

I  had  already  been  mainstreamed  for  half-days  in 
kindergailen  and  the  school  for  the  deaf  thought  that 
arrangement  should  continue.  They  wanted  me  to  take 
social  studies  and  English  classes  at  the  deaf  school. 
My  parents  refused  to  sign  the  lEP;  they  even  brought 
a  lawyer  to  the  lEP  meeting.  Finally,  the  school  backed 
down. 

Although  I  was  mainstreaincd  for  all  my  academic 
subjects,  I  still  received  services  from  the  school  for  the 
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At  Chrysler  Corporation,  we  receive  a  lot  of  letters 
from  satisfied  customers.  While  we  appreciate  all 
of  them,  none  are  more  important  to  us  than  the 
ones  from  people  who  are  facing,  or  whose  loved 
ones  are  facing,  physical  challenges  every  day- 
including  the  challenge  of  remaining  mobile  in  an 
automotive  world. 

After  all,  we  were  the  first  automotive  company 
to  establish  an  assistance  program  for  the  phys- 
ically challenged  —  years  before  most  of  the 
others.  And  since  then,  Chrysler's  Physically 
Challenged  Assistance  Program  (P-CAP)  has 
helped  thousands  of  people  — drivers  and 
passengers  alike  —  achieve  a  lifestyle  of 
independence  and  freedom  that  may  not 
have  been  possible  otherwise. 


^CORPORATION 


And  now  the  program  offers  you  more  than  ever 
before.  Higher  cash  reimbursements  — up  to  $1,500 
for  adaptiv3  driving  or  passenger  aids  installed  on  new 
Ram  \^ns  and  Wagons;  up  to  $750  on  all  other  new 
Chrysler  Corporation  cars,  trucks  and  minivans.  Com- 
plimentary three-year  Cross  Country  Motor  Club 
membership.  A  friendly,  knowledgeable  P-CAP  Re- 
source Center  to  help  answer  all  your  questions.  And 
complete  Chrysler  Credit  financing  to  qualified  buyers. 

All  topped  by  more  experience  assisting 
the  physically  challenged  than  any  other 
automotive  company.  So  call  us,  or  contact 
your  local  Chrysler  Corporation  dealer,  for 
more  information,  We'd  like  to  make  it  easy  for 
you  and  your  family  to  get  into  —  and  out  of — 
a  new  Chrysler  Corporation  vehicle. 
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deaf.  I  would  go  back  to  tlic  deaf  school  for  auditory 
training  and  speech  therapy.  In  seventh  and  eighth 
grade,  my  parents  noticed  that  I  was  feeling  isolated 
from  my  deaf  friends.  So,  they  arrang«;d  for  me  to  take 
a  few  classes  at  the  deaf  school— classses  that  were 
not  educationally  important  like  shop  and  cooking. 

After  eighth  grade,  my  father  got  a  job  at  the  US 
Naval  Academy,  and  we  moved  to  Annapolis,  Mary- 
land. One  other  deaf  girl  attended  my  high  school 
there,  but  she  was  very  oral  and  her  mother  did  not 
want  her  to  learn  sign  language  because  she  thought 
the  girl  would  lose  her  ability  to  speak.  Of  course,  I 
could  sign  and  speak,  and  while  >ier  daughter 
was  struggling  to  keep  up  with  regiUar  classes,  I 
was  in  honors  classes  with  an  interpreter.  When 
this  girl's  mother  found  out  that  I  was  doing  bet- 
ter tlian  her  daughter,  she  decided  to  let  her 
daughter  learn  sign  language  and  get  an  inter- 
preter The  girl  eventually  ended  up  in  honors 
classes  with  me. 

Mamstreaming 

In  general,  I'm  happy  that  I  was  mainstreamed. 
A  lot  of  deaf  people  are  surprised  that  I  didn't 
go  to  a  deaf  school.  I 
tliink  I  would  have 
been  fnistrated  by  low 
expectations  if  I  had 
stayed  at  the  deaf 
school.  I'm  sure  none 
of  those  teachers  ever 
expected  me  to  attend 
Harvard. 

On  the  other  hand, 
I  did  attend  the  school 
for  the  deaf  for  some 
classes,  and  I  had  deaf 
friends  while  growing 
up.  Especially  during 
early  adolescence,  the 
time  1  spent  with  other 
deaf  kids  helped  me  to 
get  through  that  rough 
period  in  my  life.  Even 
if  a  deaf  child  is  mainstreamed,  I  think  it  is  important 
that  deaf  people  are  around  at  crucial  times  while  he 
or  she  is  growing  up.  You  need  to  have  the  right  bal- 
ance between  a  child's  educational  needs,  social 
needs  and  development  of  a  strong  identity. 

Communication 

Wlien  1  was  young,  my  parents  emphasized  using 
Signing  Exact  English  (SEE),  so  1  would  ioam  English 
granunar.  Once  I  had  a  good  grasp  of  the  grammar. 


we  stopped  signing  all  the  word  endings— "-ing," 
ed,"  "-s"  and  so  forth.  In  elementary  school,  a  lot  of 
my  interpreters  would  want  to  use  American  Sign 
Language  (ASL).  But  my  parents  said,  "Look,  ASL  is 
going  to  be  around  for  the  rest  of  her  life.  Right  now, 
we  want  Carrie  to  learn  English!" 

I  feel  that  this  approach  reaUy  did  help  me  learn 
English.  Without  already  having  a  good  grasp  of  Eng- 
lish grammar,  I  would  not  have  been  able  to  under- 
stand written  English  as  well.  My  parents  also 
emphasized  speech  therapy  As  a  result,  I  speak 
pretty  well.  People  can  understand  me.  My  speech  is 

not  perfect,  but  I  can 
have  conversations 
with  my  hearing  class- 
mates. 

Swimming 

I  started  swimming 
when  I  was  about 
seven  years  old.  My 
house  was  one  block 
from  the  neighbor- 
hood pool,  so  I  saw  a 
lot  of  the  older  kids 
swimming  and 
decided  I  wanted  to 
swim  too.  My  first 
swinuning  teacher 
lived  in  my  neighbor- 
hood; she  also  tauglit 
at  the  deaf  school  and 
could  sign.  At  first,  I 
just  swam  during  the 
summer,  but  I  was 
eryoying  it  so  much 
that  I  joined  a  team  at 
the  YMCA  when  I  was  about  nine.  After  my  family 
moved  to  Annapolis,  1  trained  with  the  Navy  Junior 
Swim  Club  and  the  Retrievers  Aquatic  Club  in  Balti- 
more. 

My  father  had  an  Italian  friend  whose  brother 
was  deaf  and  had  gone  to  the  World  Games  for  the 
Deaf  in  1981.  So  my  father  decided  to  get  more 
information  about  the  Games.  In  1985, 1  was  still  too 
young  to  compete;  in  1989,  my  dad  and  I  decided  to 
go  to  Florida  for  the  tryouts.  And  I  made  the  team! 
The  Games  were  held  in  New  Zealand.  I  was  fourteen 
years  old  at  the  time  and  beat  many  of  the  veteran 
swimmers.  Of  course,  I  was  very  excited. 

In  New  Zealand,  my  perfomiance  siuprised  every- 
one. But  m  1993,  when  I  went  to  the  Worid  Games  in 
Bulgaria,  everyone  knew  who  I  was.  1  was  under  a  lot 
of  pressure  to  maintain  my  reputation.  I  won  nine 


(Above)  Came,  at  18 
months,  demonstmted  an 
early  love  of  water. 
(Left)  Carrie  attended 
a  local  elementary  school 
2i'ith  other  childivn  fwm 
her  neighborhood. 
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Photo:  TYm  Morse,  courtesy 
ofHatvard  Sports  Ir\fo)-mation 


golds  and  one  bronze.  The  bronze  canie  in  the  fifty- 
meter  freestyle.  I  could  have  done  better  in  that  race, 
but  because  Bulgaria  is  a  very  poor  country,  they  didn't 
have  a  flashing-light  system  to  alert  swimmers  to  the 
start  of  a  race;  instead  they  used  flags.  The  fifty  free  is 
a  short  race,  so  the  start  is  crucial.  I  got  off  to  a  slow 
start,  so  I  lost  the  race  before  it  began. 

In  competitions, 
when  I  was  a  kid, 
they  usually 
annoimced  the  start 
of  a  race  into  a 
microphone.  My 
father  or  mother 
would  stand  behind 
me  and  tap  me  on 
the  shoulder  when  it 
was  time  to  start — 
usually,  it  was  my 
mom,  because  she 
had  a  faster  reaction 
time  than  my  dad. 
Or,  if  I  were  doing 
the  back  stroke,  they 
would  stand  in  front 

of  me  and  tell  me  to  go.  But,  of  course,  I  was  always  a 
late  starter 

Now,  many  pools  have  a  strobe-light  signaler  that 
comes  with  the  timing  system  for  competitions.  I 
don't  think  Harvard  had  one  before  I  arrived,  but  the 
coach  ordered  it  immediately  when  she  knew  I  was 
coming.  When  we  travel  to  other  schools,  we  always 
call  ahead  to  make  sure  that  the  school  has  a  strobe 
ready  to  use.  With  a  strobe  light  to  signal  the  begin- 
ning of  a  race,  I  am  a  very  fast  starter.  In  fact,  I  nor- 
mally go  out  first  because  light  travels  faster  than 
sound— I  react  to  the  light;  the  hearing  swimmers 
react  to  the  buzzer.  Since  I'm  such  a  fast  starter,  my 
coach  likes  to  put  me  in  the  first  position  on  the 
relay. 

I  am  having ,  great  time  swimming  at  Har\'ard. 
Before  college,  I  sometimes  had  problems  with  some 
of  my  teammates— usually  boys.  They  tended  to  pick 
on  me.  I  decided  that  if  anything  like  that  happened  to 
me  in  college,  I  would  refuse  to  swim.  Now,  I  am  eryoy- 
ing  being  a  member  of  a  swim  team  for  the  very  first 
time  in  my  life.  For  example,  I  have  an  interpreter  at 
practices,  something  I  never  had  before.  When  I  was 
younger,  my  parents  didn't  think  I  needed  an  inter- 
preter at  practices.  They  felt  that  I  needed  lo  learn  how 
to  communicate  with  hearing  people,  you  know,  like  in 
the  "real  world."  I  do  things  on  my  own  with  hearing 
friends  without  interpreters,  but  having  an  inton^etor 
at  practices  reaUy  makes  a  difference. 


It  has  helped  a  lot  in  communication  with  my  coach 
and  with  other  swimmers,  and  I  feel  more  like  I  am 
part  of  the  team. 

Avoid  low  expectarions 

I  would  like  to  tell  parents  to  make  sure  that  their 
children  are  not  limited  by  low  expectations.  Parental 

support  is  extremely 
important.  There  are  a 
lot  of  bright  deaf  kids 
out  there,  but  if  the  par- 
ents aren't  behind 
them,  their  educational 
supports  will  fall 
through  and  they  will 
never  reach  their  full 
potential. 

When  I  was 
yoimg,  my  parents 
really  benefited 
from  meeting  and 
talking  with  parents 
of  older  deaf  chil- 
dren. For  example, 
one  summer,  they 
went  to  a  "Family 
Learning  Vacation" 
(FLV)  at  Gallaudet 
University.  This  was 
before  my  brother 
was  bom.  Since  I 
was  deaf,  my  par- 
ents were  not  sure 
if  they  should  have 
another  child;  they 


Photo:  MicJuiel  Fein 


didn't  know  if  it  would  work  out  to  have  a  deaf  child 
and  a  younger,  hearing  sibling.  Through  meeting  other 
parents  at  the  FLV,  my  parents  were  able  to  see  that  it 
had  worked  out  fine  for  others. 

Other  parents  helped  my  parents  a  lot;  now  my  par- 
ents help  otliers.  When  I  was  growing  up,  my  father 
became  involved  vwth  the  board  of  directors  of  the 
American  Society  of  Deaf  Children.  He  was  the  presi- 
dent of  the  PTA  at  the  deaf  school.  Almost  every  year, 
the  teachers  at  the  deaf  school  would  ask  my  parents 
to  come  in  to  talk  to  parents  of  new  students  about 
what  it  was  like  to  have  a  deaf  child.  Even  now,  my 
first  parent-infant  teacher  continues  to  refer  parents  of 
newly-diagnosed  deaf  children  to  my  paicnts. 

It  is  really  important  for  parents  of  deaf  children  to 
know  that  they  are  not  alone,  and  to  know  that  their 
kids  will  be  okay  Parents  shouldn't  think,  "Oh  my  God, 
my  kid  is  deaf!  Wliat  a  terrible  thing!"  Deaf  kids  can 
have  good  lives  and  contribute  a  lot  to  society. 
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Kate's 
Song 

These  pages  feature  the  pictures  and 
words  of  artist  Michelle  White.  Michelle 
has  used  her  considerable  artistic  talents 
to  chronicle  the  life  of  her  daughter  Kate, 
who  has  Domi  syndrome.  If  a  picture 
is  worth  a  thousand  words,  these  images 
speak  volumes. 


Birth  Cry 

Kate  was  bom  on  November  1, 1989. 1  had  refused 
to  have  an  amniocentesis,  so  we  did  not  know  before 
Kate  was  bom  that  she  had  Down  ^drome.  I  dont 
regret  my  decisioa 


TTw  Promise 

Katie  was  a  planned  pregnancy.  Both  my  husband  and  I  believed  that  God  wanted  us  to  have  a  third  cliild. 
It  was  veiy  hard  to  understand  when  Kate  was  bom  with  Down  syndrome.  After  the  grief  and  the  tears,  we 
came  to  peace  with  God  and  i-ecognizcd  Kate  as  a  blessing,  hence  this  drawing's  title. 
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Bubbles 

Kate  delights  in  blowing  bubbles.  We  first 
worked  with  her  on  blowing  bubbles  as  part  of 
her  speech  thers^y,  it  was  intended  to  help  her 
mouth  muscles  develop.  Now  that  she  has  the 
hang  of  it,  she  will  sit  for  a  long  time  and  blow 
bubbles.  It's  pure  joy  to  watch  her 


Dad  and  Ka  te 
Dad  loves  to  toss  Katie 
around  and  rough-house 
with  hen  She  loves  it,  too. 


John  and  Kate 
In  many  ways,  Johnny  and  Kate 
are  typical  siblings— one  minute 
they  are  playing  together  nicely; 
the  next  minute,  John  teases 
Kate  and  the  tears  flow.  Kat«'s 
limitations  have  been  difficult  for 
John  to  understand,  because  he 
is  an  exceptionally  bright  child. 
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ShouldBef 
Tfeam  Effort 


Every  month.  Estate  Planning  for  Per- 
sons with  Disabilities  (EPPD)  provides 
essential  information  and  guidance  to 
hundreds  of  families  with  a  son  or 
daughter  who  is  disabled.  Our  national 
network  of  attorneys  and  estate  plan- 
ners helps  to  develop  comprehensive 
life  plans  including  wills,  special  needs 
trusts,  guardianships,  advocacy,  bal- 
ancing private  and  government  ben- 
efits. EPPD  provides  FREE  initial 
interviews  to  determine  needs  and 
FREE  group  seminars  for  parents. 
EPPD  is  not  a  guardianship  or  master 
trust,  but  assists  parents  in  locating 
services  necessary  to  provide  a  secure 
future  for  their  loved  one.  Call  today  to 
receive  a  FREE  brochure  and  the  loca- 
tion of  your  nearest  EPPD  office. 


Richard  W.  Fee 
Executive  Director 

National  Office 
Siiile  112.  3 1 00  Arapahoe  Avenue 
Boulder.  Colorado  mO.t 

800-448-1071 


ESTATE 
PLANNING  FOR 
PERSONS  WITH 
DISABILITIES 

A  Division  of  Protective  Life 
Insurance  Company 


Circle*  28 


FREE  SAMPLES 


Save  up  to  60%  on  Disposable  Diapers 
And  We  Will  Deliver  Right  to  Your  Door 


To  order,  call  toll-free 

1-800-777-1111 

24  Hour  Service 
Ask  about  our  complete  catalog  including  Depend, 
Attends.  At  Ease.  Comfort  Dry.  Ultra  Shield,  Dri  Pride, 
Promise  and  No-Rinse  Products 

Woodbury  Products,  Inc. 

4410  Au.stin  Boulevard  -  Dept.  250 
Island  Park,  New  York  1 1558 


See  What  I  Can  Do 

I  will  never  forget  Katie's  first  checkup  with  her  pediatri- 
ciaa  She  was  two  weeks  old  and  had  severe  hypotonia. 
Dr.  Robinson  picked  her  up,  and  we  both  watched  her 
legs,  arms  and  head  dangle  like  those  of  a  rag  doll.  TTien, 
the  doctor  said,  "She  probably  won't  walk  until  she  is 
four."  This  is  Katie  at  two  and  a  half,  one  month  after  she 
walked  unassisted  for  the  first  time. 


Michelle  White  lives  in 
Holtwood,  Pennsylvania 
with  her  hvsband,  John, 
and  children,  Christin, 
14;  Johnny,  10  and  Kate, 
4.  John  is  sales  manager 
for  WDAC  Christian 
Radio  in  Lancaster.  Kate 
attends  the  S.  June  Smith  \ 
Center  for  children  with 
developmental  delays 
and  a  regular  preschool 
program  at  Noah's  As*. 
MiehMe  has  won  numer- 
om  awards  far  her 
paintings,  drawings  and  sculptures.  Her  recent  toorks 
cdebrate  the  human  form  and  Christianity,  and  convey 
her  bdiff  in  the  sacredness  and  beauty  of  life.  Michelle 
combines  showings  qf  her  artwork  on  slides  with 
speaking  performances  and  music;  she  also  does  por- 
traits. For  more  information,  write  to  her  at  Hidden 
Hills  Studio,  624  Hilldale  Road,  Holtwood,  PA  1 7532. 
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When  behavioral 
problems  obstruct 
medical  treatment, 
call  Cumberland  at 

1-800-368-3472. 


At  Cumberland  Hospital,  we  care  for  the  diffi- 
cult-to-treat— children  and  adolescents  whose 
medical  treatment  is  being  hindered  by  behav- 
ioral problems.  And,  we've  developed  special- 
ized programs  to  treat  the  psychological  as  well 
as  the  medical  symptoms  created  by  injuries  or 
illnesses  such  as  head  injury,  seizure  disorders, 
diabetes,  anorexia/bulimia,  colitis  and  asthma. 
For  complete  information  about  Cumberland's 
extensive  treatment  programs  and  capabilities, 
call  toll-free  1-800-368-3472  .  Sometimes  your 
last  resort  can  be  the  best  solution. 

CUMBERLAND 

^j^^.  P.O.  Bo^aeO,  New  Kent,  Virgini^g^4 

ummmnmmm  CltClO  ^18 


1-800-600-7808,  l-800-755-0601(TrY).  Hie  Apple  Computer  DisabiHty  Solutions  Store. 

♦Chris  and  the  entia-  staff  at  Aisle  T  haw  talkal  to  kxs  of  [x-ople  just  like  uki.  Hxyre  fiicncliv,  thcj'iv  kiKwIalge:*,  thc\'ix;  itact)'  to  help. 


Paeents  Online 


/  few  months  ago,  looking  ahead  to  this  spe- 
A  cial,  telecommunications  theme  issue,  and 
-\  hoping  to  put  a  "human  face"  on  the  tech- 
J_  \_  nology,  1  set  out  on  the  "information  super- 
highway" looking  for  parents  of  children  with 
disabilities.  I  got  online  and  posted  a  few  public 
invitations  for  parents  to  share  their  experiences 

with  readers  of  Exceptional  Parent. 

To  say  simply  that  the  response  amazed  me  would  be  an 
understatement.  The  sheer  numbers  took  me  by  surprise- 
more  than  300  pieces  of  electronic  mail  ("e-mail")  flooded  my 
online  mailbox.  I  was  even  less  prepared  for  the  incredible 
power  and  emotion  of  the  stories  these  letters  told...  or  for 
the  words  parents  used  to  describe  others  they  knew  only 
through  printed  text  on  a  computer  screen— words  like  close 
friends,  family  and  community. 

Information  and  Support 

For  many  parents  of  children  with  disabilities,  telecommuni- 
cations may  provide  tlieir  first  contacts  with  other  families  in 
similar  circumstances.  Patti  is  the  mother  of  an  adolescent 
daughter  only  recently  diagnosed  with  Rett  syndrome,  a  raie 
disorder  affecting  only  girls.  Doctors  had  considered  her  child 
autistic,  but  infomiation  Patti  obtained  from  other  parents  on 
I^odigy's  Medical  Support  Bulletin  Board  led  her  to  suspect 
the  Rett  diagnosis,  which  was  later  confirmed.  Patti  credits 
her  online  friends  for  more  than  information,  however— 
"When  our  daughter  entered  puberty,  she  wont  through  a 
severe  behavioral  and  physical  regression.  Without  the  sup- 
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AOL  AUTISM  "CHAF'  GROUP 


Thursday  nights  at  the  Dixon  household  in  Hing- 
iiam,  Massachusetts  can  get  a  bit  hectic.  Bob 
and  Lee  try  to  eat  an  early  dinner, 
wash  thb  dishes  promptly  and  hustle 
the  kids  off  to  bed.  After  setting  the 
VCR  to  tspe  Semfeld,  they  are  ready 
to  attend  their  weekly  support  group 
for  parents  of  children  with  autism. 
Settling  into  chairs  in  fix)nt  of  the 
computer,  they  sign  on  to  America 
Online  (AOL)  and  head  for  the  "Equal 
Access  Cafe,"  an  "online  chat  room"  in  AOL's 
disAbilities  Forum. 

Joining  Bob  and  Lee  Dixon  online  each  week 
are  parents  fh  m  all  over  the  country.  Joy  Brown 
of  Mason  City,  Iowa  will  be  there.  So  will  Ann 
Gibbons  from  Maryland,  Diane  Woodward  from 
Louisiana,  Fred  and  Susan 
Moore  from  North  Carolina  and 
many  others.  Tonight,  conversa- 
tion among  the  22  parents  in 
the  "caf6"  touches  easily  on  a 
variety  of  topics — one  child's 
upcoming  lEP  meeting,  a  new 
book  that  another  parent  has 
just  read,  an  embarrassing  inci- 
dent with  an  impatient  child 
who  did  not  want  to  wait  in  line  at  a  fast  food 
restaurant  This  last  anecdote  leads  to  a  flood  of 
others;  it  seems  that  almost  everyone  present 
has  been  embarrassed  in  a  i-estaurant  at  least 
once  by  a  child — ^and  not  always  a  child  with 
autism! 

Bob  (screen  name,  JBob74) 
and  Lee  (Margsmom)  remem- 
ber the  first  time  they  joined 
the  Thursday  night  chat— "At 
the  beginning,  we  j»^  sat  back 
and  listened,  fascinated  that  all 
the  people  behind  the  screen 
names  seemed  to  know  each 
other,  and  that  the  conversa- 
tion was  not  imlike  that  which 
friends  might  have  across  the 
kitchen  table.  The  subject  was 
autism,  but  these  people  could 
laugh  and  ciy  together,  talk 
about  their  families  and  plans 
for  the  weekend,  and  in  between  all  the  small  talk, 
they  could  exchange  valuable  information  about 


From  top  to  bottom: 

Margaret  and  Caitlin  Dixon; 
Stephen  and  Allison  Moore; 
Joy  Brmon  vdth  son,  Jamie; 
Jeretny  Woodvxxrd,  age  four; 
PMMp  Gibbons,  age five. 


autism. . .  We  eryoyed  'eavesdropping'  that  first 
week,  and  couldn't  wait  to  return!" 

Other  regular  participants  share 
this  enthusiasm.  Jill  (JillDJ),  a  busy 
trial  attorney  and  the  parent  of  four- 
year-old  Zachary,  calls  the  Thursday 
night  chat  "one  of  the  highlights  of 
the  week."  Diane  Woodward  (Par- 
lante)  agrees,  "Tliese  meetings  are  an 
invaluable  resource.  I  just 
can't  emphasize  that  enough. 
'Comparing  notes'  helps  me 
to  find  out  what  is  common 
among  children  with  autism 
and  what  is  imique  about  my 
child.  It  also  helps  to  know  I 
am  not  alone." 

Online  support  is  not  lim- 
ited only  to  parents.  Nine- 
year-old  Caitlin  Dixon  (CaitTheGrS)  found 
an  ordine  buddy  in  six-year-old  Allison 
Moore  (AlUsonCM).  Both  have  younger  sib- 
lings with  autism.  The  girls'  relationship 
began  with  a  piece  of  electronic  maU  (e- 
mail)  to  Caitlin's  dad.  Bob,  from  Allison's 
fatlier,  Fred  (AttyFred).  Fried 
wrote  that  Allison,  who  some- 
times considers  younger 
brother  Stephen  "a  pain," 
wanted  to  ask  Caitlin  if  her 
sisteiv  Margaret,  also  "got  on 
her  nerves."  Caitlin,  says  her 
dad,  "couldn't  wait  to  reply." 
Since  then,  the  giris  have 
exchanged  pictures  of  themselves  (scanned 
into  the  computer  and  attached  to  e-mail),  per- 
sonal greetings  (saved  as  "sound  files"  and 
attached  to  e-mail)  and  computer-generated 
artwork.  Allison,  says  Fred,  arrives  home  from 
school  daily  and  says,  "I  need  tx)  go  check  my 
e-mail!" 

Regular  Thursday  night  chatters  are  unani- 
mous in  urging  other  parents  to  take  the 
plunge  into  telecommunicatioris.  Joy  Brown 
(joyb837443)  says  that  her  experiences  with 
telecommunications  have  been  invaluable — 
"I  would  recommend  this  to  anyone  just  for 
all  tlie  information  that  is  available;  the 
many  friends  you  will  make  online  is  the  icing 
on  the  cake!" 
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port  we  found  online,  we  would  never  have  been  able 
to  deal  with  it.  I  had  started  to  resent  my  daughter. 
Actually,  it  had  become  difficult  for  me  to  summon  up 
any  feelings  for  her.  My  friends  on  the  bulletin  board 
helped  me  to  understand  what  was  happening  during 
my  daughter's  regression.  They  helped  me  to  reach  out 
to  her  and  love  her  My  online  friends  virtually  gave  us 
back  our  family" 

Sally  Wilson,  the  West  Virginia  mother  of  a  four- 
year-old  boy  with  autism,  also  appreciates  the  oppor- 
tunity to  speak  with  other  parents  of  children  with 
autism,  especially  those  older  than  her  son— "I  have 
made  a  close  online  friend  (although  she  lives  far 
away)  who  has  a  six-year-old  son  very  similar  to  mine. 
Recently,  doctors  suggested  that  it  would  help  if  I 
could  find  a  parent  with  a  high-functioning  child  who 
was  about  two  years  older  than  mine.  Thanks  to 
telecommunications,  I  could  tell  them,  'I  already  have!' 
I  was  one  step  ahead  of  the  medical  community.  When 
will  they  catch  up?" 

Virginia  Crimarco,  a  registered  nurse  and  the 
mother  of  a  nine-year-old  child  with  phenylketonuria 
(PKU),  is  happy  to  provide  support  to  parents  of  chil- 
dren younger  than  her  own.  In  fact,  she  has  been 
active  in  notifying  hospitals  about  the  online  support 
that  is  available  to  new  "PKU  parents"— "Technology 
has  made  life  easier  for  those  with  newly  diagnosed 
infants.  A  new  mom  and  dad,  upset  over  a  recent  diag- 
nosis, need  only  turn  on  their  computer  to  find  warm 
and  compassionate  people  who  have  'been  there.' 
They  never  even  have  to  leave  the  house!" 

A  Glimpse  into  the  Future 

Telecommunications  also  allows  parents  to  make  con- 
tact with  adults  who  have  disabilities,  allowing  them  a 
glimpse  into  the  futures  of  their  own  children.  Heather 
RaVell  Strafach  is  the  mother  of  ten-month-old  Will, 
who  has  albinism  and  is  visually  impaired.  Although 
Will  is  very  young,  and  the  extent  of  his  visual  impair- 
ment is  still  unknown.  Heather's  online  discussions 
with  adults  who  are  visually  impaired  or  blind  have 
made  her  more  confident  about  his  future— "In  'real 
life,'  I  don't  know  any  people  who  aie  bUnd.  Online,  I 
have  asked  questions  and  learned  so  much.  I  cannot 
tell  you  how  much  this  has  meant  to  me!" 

Robert  "Bear"  Eshelman,  an  adult  who  is  visually 
impaired,  says  he  welcomes  the  questions  of  parents 
like  Heather— "Parents  of  a  child  who  is  blind  wouldn't 
think  about  approaching  me  on  the  street,  but  online 
they  are  more  comfortable  and  willing  to  ask  questions. 
Parents  should  know  that  it  is  okay  to  ask  questions; 
most  of  us  are  glad  to  help.  There  are  many  people  with 
disabilities  online  who  have  years  of  experience  that 
would  be  useful  to  parents." 


Benefits  Outweigh  Risks 

Although  the  parents  I  heard  from  were  uniformly 
enthusiastic  about  the  information  and  support  they 
had  found  online,  a  few  mentioned  some  pitfrUs  of 
electronic  support.  Donna  Getz  is  a  member  of  a  fam- 
ily who  has  been  dealing  with  the  effects  of 
neurofibron  "osis  type  II  (NF2)  for  several  genera- 
tions. Her  husband  and  father-in-law  are  affected;  so 
are  two  of  the  couples'  three  children.  Donna  asserts 
that  "I  would  rather  give  up  my  microwave  than  my 
online  support  group— and  I  really  like  my 
microwave."  But  she  warns  that  it  is  easy  to  become 
overwhelmed  by  the  sudden  onslaugFit  of  support,  and 
over-involved  in  the  lives  of  your  new  online  friends— 
"After  feeling  'on  your  own'  for  so  long,  it  is  easy  to 
become  an  'online  junkie.'  You  can  become  very 
involved  with  the  people  you  meet  there.  We  have 
become  very  close  to  people  who  died  irom  NF,  or  as 
a  result  of  NF-related  surgery.  It's  very  upsetting  when 
that  happens.  No  question  about  it." 

Of  course,  all  close  human  relationships  involve 
making  ourselves  vulnerable;  friendships  forged  in 
"cyberspace"  are  no  different.  Donna,  like  most  oth- 
ers, £^eed  that  the  incredible  benefits  of  telecommu- 
nications outweighed  its  minimal  risks. 

-K.S. 
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Getting  Started 

WITH  Telecommunications 


by  Peter  Green 

To  maiiy  people,  a  personal  computer  is  little 
more  than  a  sophisticated  typewriter  with  the 
ability  to  play  video  games.  But  nowadays,  it  may 
be  more  appropriate  to  think  of  a  computer  as  a  land 
of  enhanced  telephone.  By  connecting  a  computer  to 
your  phone  line,  you  can  easily  commimicate — not 
only  with  your  voice,  but  with  pictures  and 
written  words,  too. 

For  children  with  disabilities,  aiid  for 
their  parents,  this  is  no  small  achievement. 
When  the  subject  is  disability,  communica- 
tion— the  sharing  of  questions,  answers, 
ideas  and  information — isn't  usually  easy. 
Most  parents  of  a  child  witli  spina  bifida,  for 
example,  don't  live  in  a  community  filled 
with  other  paients  of  children  with  spina 
bifida.  Nor  do  most  local  libraries  carry  extensive  col- 
lections of  disability-related  information.  For  parents 
of  a  child  with  a  disability,  exchanging  infonnation 
and  meeting  people  in  similar  situations  can  be,  at 
best,  difficult. 

Telecommunications  can  change  all  that. 

An  Electronic  Community 

In  the  literal  sense,  telecommunications  refers  to  a 
bunch  of  wires,  computer  chips  and  telephones  work- 
ing together  to  connect  computers  with  one  another. 
But  what  telecommunications  represents  is  nothing 
short  of  an  electronic  commiuiity — a  place  where  the 
post  office  never  closes,  where  there  are  ongoing  sem- 
inars about  every  conceivable  topic  and  where  very 
generous  libraries  give  away  information  instead  of 
loaning  it.  It's  a  community  where  people  cannot  see 
one  another,  so  they  care  more  about  ivhat  is  being 
said  than  who  is  doing  the  saying.  It's  a  community 
that  you  can  plug  into,  or  disengage  from,  whenever 
you  choose. 

Perhaps  most  importantly,  telecommunications  is 
a  chance  for  everyone  to  present  themselves  as  they 
would  like  to  be  perceived.  A  computer  is  able  to  level 
the  playing  field  like  no  other  tool.  It  doesn't  care  what 
you  look  like,  what  you  sound  like  or  how  old  you  are. 
Unless  you  choose  to  make  these  characteristics 
known,  the  pei-son  with  whom  you  are  communicat- 
ing isn't  able  to  judge  you  biised  on  anything  other 
than  what  you  have  to  say  and  how  you  express  it. 
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First  Things  First 

ICspecially  if  you  are  new  to  computers,  it  makes 
sense  to  learn  about  telecommunications  from  some- 
one who  has  experience — a  student  at  a  nearby  uni- 
versity, a  colleague  at  work,  anotlier  parent  or  a 
counselor  at  a  local  technology  resource  center. 

Before  jumping  into  the  middle  of  any  new 
community  of  people,  it  helps  to  have 
someone  show  you  around  town. 

It  also  helps  to  have  some  understand- 
ing of  the  place  you're  visiting.  Who  are 
the  people  in  this  electronic  community? 
x^ow  does  your  computer  help  you  travel 
there?  And  where  is  "there,"  anyway?  To 
answer  these  kinds  of  questions,  the  fol- 
lowing overview  describes  what  happens 
behind  the  scenes  when  you  use  your  computer  to 
plug  into  a  commercial  online  service: 

Somewhere,  often  in  some  remote  part  of  the 
country,  sits  a  big  computer,  packed  with  information, 
lliis  computer — the  online  information  service — acts 
as  the  central  meeting  place  for  people  from  all 
around  the  world,  a  place  where  kids  and  adults 
gather  to  chat  and  retrieve  information.  Of  course, 
people  don't  actually  travel  to  this  remote  place  to 
meet  in  the  shadow  of  this  computer  Instead,  they 
call  the  computer  using  regular  telephone  lines  in 
their  homes  and  offices  (usually,  only  a  local  phone 
call  is  required).  It  is  througli  these  phone  lines  that 
information — words,  pictures  and  sounds — passes 
from  the  main  computer  to  your  personal  computer, 
and  vice  versa. 

Because  telephone  lines  are  naturally  designed  to 
handle  voices  rather  than  written  words  and  pictures, 
you  need  something  called  a  "modem"  to  comiect  to 
this  central  computer  A  modem  is  a  small  computer 
accessory  that  makes  it  possible  for  all  types  of  digital 
information — the  form  used  in  computerized  conmiu- 
nications — to  be  carried  across  normal  phone  lines. 

Getting  Started 

You  need  only  four  things  to  get  started: 

1)  A  phone  line; 

2)  A  personal  computer  system; 

3)  A  modem;  and 

4)  A  subscription  to  an  online  information  service. 
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Assuming  that  you  already  have  a  phone  line,  your 
first  challenge  may  be  to  locate  a  computer  that  you 
can  use.  If  you  have  one  at  work,  using  it  may  be  the 
most  convenient  and  affordable  solution— buying  a 
new  personal  computer,  with  accessories,  can  cost 
from  $1,000  to  $3,000. 

If  a  child  with  a  disability  will  also  be  using  the 
computer,  accessibility  is  another  important  consider- 
ation. Your  state's  Alliance  for  Technology  Access  cen- 
ter or  assistive  technology  program— see  directories 
in  January  1994  Exceptional  Parent— can  help  you 
come  up  with  accessibility  solutioas. 

Making  the  Connection 

Once  you  have  access  to  a  personal  computer  system, 
you'U  need  to  make  sure  that  it  has  a  modem.  Some- 
times modems  come  with  computer  systems,  but  often 
they  do  not.  So,  how  do  you  go  about  finding  one? 

Fiist,  do  not  feel  Uke  you  must  immerse  yourself  in 
modem  minutiae.  Consult  with  a  friend  or  ask  some- 
one at  your  local  computer  store  for  a  recommenda- 
tion. Be  sure  to  tell  them  three  things:  1)  the  type  of 
computer  you  have,  2)  that  you  plan  to  connect  to  a 
standard  online  information  service  and  3)  that  you 
want  a  "14,400-baud''  modem  G>aud  is  a  measurement 


of  the  modem's  speed— 14,400  is  just  about  the  fastest 
modem  you  can  buy,  and  it  offers  the  best  perfor- 
mance for  its  price).  You  may  also  want  to  indicate  a 
price  range — most  modems  of  this  caliber  cost 
between  $150  and  $250.  Not  surprisingly,  name-brand 
modems  usually  cost  a  bit  more,  but  also  tend  to 
include  the  useful  extras  like  cables,  software  and  cus- 
tomer support. 

The  last  thing  you'll  need  is  an  account  on  a  online 
information  service.  For  most  people,  there's  no  better 
place  to  start  than  a  commercial  online  service  like 
America  Online,  CompuServe.  Delphi,  eWorld,  GEnie 
or  Prodigy.  Most  come  with  lise  -friendly  software, 
and  all  have  toll-free  customer-support  helplines. 

Some  people  may  balk  at  the  notion  of  paying  for 
an  account  on  a  commercial  online  service  when 
there  are  thousands  of  "free"  online  services,  or  "elec- 
tronic bulletin  boards,"  in  existence  (see  DisabUity- 
Related  Electronic  BuUetin  Boards,  page  39).  And 
almost  everyone  has  heard  of  the  most  famous  "free" 
service  of  all— the  Internet  (see  Cruising  ttw.  Internet, 
page  33).  But,  unless  you  are  an  experienced  com- 
puter user,  connecting  to  these  kinds  of  services  can 
be  difficult.  Such  services  do  not  come  with  user- 
friendly  software,  so  you'll  need  to  use  the  communi- 


CAROL  HONEYCUTT 

E-mail:  VHMXWB@prodigy.com 

My  three-year-old  daughter  was  a  two-pound, 
one-ounce  preemie  who  had  an  intracranial 
hemorrhage  and  has  been  diagnosed  with  Dandy- 
Walker  ^drome.  Her  speech  and  gross-motor 
skills  are  delayed,  and  she  has 
cerebral  pal^.  Katie  had  her  first 
shunt  placed  while  she  was  still 
in  the  NICU.  Her  first  and  only- 
knock  on  wood— revision  was 
done  seven  months  later. 

UntQ  that  point,  my  mind  had 
been  dealing  only  with  her  pre- 
maturity and  its  associated  prob- 
lems. But,  after  I  got  over  the 
trauma  of  Katie's  shimt  revision 
and  the  emergency  that  sur- 
rounded it,  I  realized  that  this 
thing  called  hydrocephalus 
would  not  go  away.  Thus  began 
my  frustrating  journey  for  knowledge.  Most  articles 
were  written  for  doctors  in  language  I  didn't  under- 
stand. PublicaUons  for  parents  were  few  and  hard 
to  find. 

Finally,  I  met  a  woman  who  told  me  about  the 


CanA,  Hmeycutt  and  Katie,  age  two. 


Medical  Support  Bulletin  Board  on  Prodigy.  Com- 
puters? Bulletin  boards?  This  was  all  Greek  to 
me—  I  put  my  husband  on  the  phone  to  get 
instructions. 

What  a  lifeline  that  wonderfiil  woman  threw  us! 
On  the  board,  I  found  the  education  and  support  I 
was  seeking.  The  peo;  le  I  met  there  are  caring, 
supportive  and  knowledgeable. 
Some  arc  parents  and  some  are  liv- 
ing with  hydrocep'ialus  themselves. 
I  felt  like  I  had  stepped  out  of  the 
darkness  into  the  light 

Now,  I  feel  ready  to  meet  any 
challenge,  ready  to  be  a  part  of  my 
daughter's  support  team.  These  peo- 
ple also  help  me  to  laugh.  In  this 
world  of  incomplete  families,  these 
people  have  become  our  extended 
family. 

I  would  like  to  add  that  my  hus- 

  band  reads  the  board  as  much  as 

me.  Men  often  find  it  difficult  to  deal 
with  imperfection,  with  the  frustration  of  not  being 
able  to      it."  The  board  has  been  a  wonderful  out- 
let for  him  also. 

Carol  Hmeycutt  lives  in  BurtonsmJOe,  Maryland. 
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LANDON  HAMUN 

E-maU:  7(mi. 3577@CompuServe.COM 

In  January  of  1992,  my  19-month-old  son, 
Luciano,  contracted  bacterial  meningitis, 
resulting  in  a  profound,  bilateral  hearing  loss.  My 
desire  to  find  answers  for  my  son  led  me  to  join 
CompuSeive's  Disabilities+  Forum,  where  I 
began  scanning  messages  and  searching  online 
libraries  for  information.  At  some  point,  I  intro- 
duced myself  as  a  parent  and  indicated  that  I 
would  appreciate  some  guidance. 

The  online  community  has  provided  support 
through  networking  with  other  parents  and  indi- 
viduals with  hearing  impairments.  These  people 
have  shared  their  experiences  with  me — some- 
times lending  a  sympathetic  ear,  other  times  pro- 
viding a  contrasting  opinion  against  which  to 
weigh  my  own.  I  have  found  friends  from  as  far 
away  as  Ontario,  Canada  and  San  Francisco,  Cal- 
ifornia who  share  otherwise  unavailable 
resources.  I  have  been  informed  of  upcoming 
conferences  and  technological  advances,  some- 
times even  before  the  professionals  who  are 
involved  with  my  son. 

Shortly  before  I  discovered  this  online  commu- 
nity, a  friend  had  loaned  me  What's  That  Pig  Out- 
doors, the  autobiography  of  Heniy  Kisor,  a  man 
who,  like  my  son,  lost  his  hearing  to  meningitis  as  a 
child.  It  was  a  tremendous  thrill  to  find  this  bright 

and  humorous  man 
online,  sharing  words 
ofwit  and  wisdom. 

i  think  the  most 
valuable  aspect  of 
my  online  experience 
is  the  sense  of  con- 
trol it  gives  me  in 
dealing  with  my  son's 
hearing  loss.  Parents 
in  our  circumstances 
feel  a  tremendous 
need  to  do  some- 
thing  positive;  espe- 
cially in  the  begiiming,  there  is  always  the  feeling 
that  one  is  not  doing  enough.  Telecommunica- 
tions gave  me  the  information  I  needed  to  do  all 
that  I  could  for  my  son  and  the  confidence  that 
came  from  knowing  that  I  wasn't  simply  trusting 
his  care  to  someone  else.  No  other  medium 
offers  such  a  broad  spectrum  of  information  in 
such  a  timely  manner. 

Landon  Hamlin  lives  in  Apopka,  Florida. 


IxnuUm  Hamlin  and  son, 
Luciano. 


cations  software  that  came  with  your  modem.  This 
means  dealing  with  setting  "baud  rate,"  "stop  bits"  and 
"parity."  Once  you  have  some  telecommunications 
experience  under  your  belt,  these  types  of  services 
can  offer  a  wealth  of  good  information.  But  unless  you 
have  an  experienced  mentor,  or  you're  very  adventur- 
ous and  not  easily  frustrated,  "free"  services  are  not 
the  best  place  to  start. 

Selecting  a  Service 

In  many  respects,  commercial  online  information  ser- 
vices do  not  differ  greatly  They  all  offer  similar  kinds 
of  information— news,  forums  on  various  subjects, 
topical  discussions  and  information  databases— and 
all  have  the  same  basic  underlying  features  including 
the  ability  to  send  and  receive  personal  messages, 
post  public  notices  and  search  information  libraries. 
Most  also  offer  the  capability  to  chat  "Uve"  with  other 
users,  retrieve  computer  software  and  purchase  items 
from  an  electronic  catalog  of  products. 

The  capacity  for  users  to  send  and  receive  elec- 
tronic mail,  or  e-mail,  is  one  important  feature  that  all 
online  systems  have  in  common.  E-mail  refers  to  pri- 
vate messages  that  you  can  write  and  send  instanta- 
neously to  other  computer  users.  Many  users  cite  their 
e-mail  accounts  as  the  most  important  benefit  of  online 
communication.  E-mail  is  popular  because  it's  fast, 

easy  and  fun.  And,  unlike  conventional  mail  services  

disparagingly  referred  to  as  "snail  mail"— e-mail  can  be 
sent  and  received  at  any  time  of  the  day  or  night. 

Two  important  factors,  however,  differentiate 
online  services  from  one  another  ease-of-use  and  the 
specific  kinds  of  information  that  are  available.  A 
closer  look  at  two  popular  commercial  services — 
America  Online  and  CompuServe— provides  an  illus- 
trative comparison. 

America  Online  is  considered  easy  to  use  because 
its  software  provides  graphics  as  a  guide  to  moving 
around  the  service.  For  example,  clicking  your  com- 
puter's mouse  on  a  colorful  picture  of  a  newspaper 
takes  you  to  a  news  forum,  while  the  picture  of  an 
airplane  represents  an  area  dedicated  to  the  discus- 
sion of  travel  tips.  (Not  incidentally,  while  these 
types  of  "graphic  user  interfaces"  can  be  helpful  for 
many  people,  they  pose  special  problems  for  people 
who  are  blind.)  CompuServe,  on  the  other  hand,  is 
considered  a  more  "text-based"  service;  users  who 
do  not  have  the  service's  special  graphical-interface 
software  must  navigate  from  area  to  area  within  the 
service  by  typing  commands.  Though  CompuServe 
does  not  use  graphics  in  exactly  the  same  way  as 
America  Online,  it  features  an  exhaustive  2,000  dis- 
cussion forums  on  everything  from  fly  fishing  to  legal 
advice. 
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CINDY  PRICE 

E-maiL  BXRT89C@prodi9y.com 

My  husband  and  I  have  six  children— yes 
six,  all  ours!  Our  youngest  son,  Evan,  has 
spina  bifida,  hydrocephalus  and  renal  tubular 
acidosis. 

I  have  been  "hooked"  on  telecommunica- 
tions since  my  older  son  got  Prodigy  for  a  Christ- 
mas present  about  a 
year  and  a  half  ago. 
My  online  "spina 
bifida  family"  has 
been  very  supportive 
throu^alltheups 
and  downs.  It  is  great 
to  get  online  and 
post  a  note,  and 
know  that  people 
who  understand  will 
reply.  This  support 
was  especially  help- 
ful as  I  went  through 
a  very  difficult  lEP 
process  trying  to  get 


Cindy  and  Evan  CVoofy") 
Price  celdmite  Halloween, 

1992. 


Elvan  into  a  regular  classroom.  The  encoun^e- 
ment  I  received  from  my  online  friends  helped 
me  to  be  confident  that  what  I  wanted  for  my 
child  really  was  the  best  thing.  It's  been  wonder- 
ful to  share  our  joys,  accomplishments  and  sor- 
rows. It  also  feels  good  to  be  able  to  offer 
support  to  others. 

Last  year,  all  of  us  sent  family  pictures  to 
one  of  the  mothers  in  the  online  group;  she  put 
all  the  photos  together  in  a  collage  and  had  it 
photocopied— in  color,  no  less.  Each  person 
who  had  sent  a  picture  received  one  of  the 
"albums."  It  was  very  exciting  to  finally  see 
what  eveiyone  looked  like.  Our  group  is  quite 
diverse— it  includes  adults  with  spina  bifida; 
coUege-age  kids;  parents  with  brand  new 
babies,  toddlers  and  teens;  even  a  very  lovii\g 
grandma 

I  would  encourage  parents  who  are  not  yet 
online  to  give  it  a  tiy.  If  I  can  do  it,  anyone  can. 
Many  of  the  commercial  online  services  are  veiy 
user-friendly  for  those,  like  myself,  who  are  not 
very  computer  literate.  It  is  great  to  be  able  to  sit 
at  home  and  have  your  veiy  own  support  group 
that  you  can  attend  in  your  spare  time. 

Cindy  Price  lives  in  Grover  Beach,  California. 


Comfortable,  secure 
support  anywhere! 

Use  the  Columbia  Positioning  Commode 
freestanding  or  over  any  toilet 


The  choice  is  easy  -  when 
you  have  a  choice!  That's 
why  we  offer  5  different 
commodes  to  suit  your 
child's  support  needs. 

•  Adjust  height,  tilt,  seat 
depth,  footrest  for  ideal  fit 

•  Adjust  pelvic,  chest  belts 

•  Removable  padded 
abductor/spi  ■^h  guard 

•  Non-slip  padded  child- 
sized  seat 


/ 


Ask  for  our  FREE  Full  Color  Catalog 
of  Convenient,  Helpful  Products 


It  includes  the  unique 
Columbia  Car  Seat, 
now  crash-tested  for 
children  20  to  102  lbs., 
up  to  5  feet  tall! 

Handsome,  durable  and 
convenient  to  use! 

Contact  us  for  your 
nearest  dealer 


COlUfflBiA 
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Ri  ADiNc.  Writing.  Recess. 

i     ,CeT  ou  r  THERE. 


Sure,  Jessica  Radtke  likes  school,  but  like  most  8  1/2-year-olds,  she  Imvj  recess.  Although  she's  good  at 
dodgeball  and  baseball,  you  can  see  she  excels  at  tetherball.  As  a  three-year-old,  Jessica  was  one  of  the  youngest 
children  in  California  certified  to  operate  a  power  chair.  At  six,  Jessica  was  enrolled  in  public  school  and 
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immediately  helped  therapists  teach  other  young  students  how  to  control  their 
power  wheelchairs.  Jessica  is  currently  a  third  grader  at  Centerxnlle  School. 
Here  she  demonstrates  her  power  and  agility  in  her  Zippie  P500. 


QUICKIE 

The  RealChair  People 
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Our  prices  make 
everyone  happy! 


Send  for  a  free  catalog 
of  adaptive 
equipment. 


equipment 


P.O.  Box  33  •  Bedford,  MA  01730 
(617)  275-7681  •  Fax  (617)  275-4094 


Circle  #  25 


A  Special  Care  Facility 
Exclusively  for  Children 

Al  \'(K)rlK'c's  I'fdiatrii-  l-iiiilily  wi-  provide  comprclionsiw  and 
proKic'ssiw  siil);ii.iilo  lionllli  i:iro  for  mcdiially  complex  diililrcn  ages 
(i  \\ofl<s  lo  21  years. 

IlcTo  s  why  N'oorhocs  I'ciliatric  Fai  ilily  is  the  right  choice: 

•  An  alicmaiivi'  to  ai  uto  care  hospitalization  — wOb  dramatic 
cost  savitigs 

•  .Stale  of  the  art  ventilator  imit  (including  pre.ssiire  vents) 

•  Strong  nicdic-al  anil  relialiilitative  interdisciplinary 
team  approach 

•  In-hou.se  attending  peiliatriciaii  and  nicilical  resilient  program 

•  lioard  certified  peiliatric  pulnionologlsts 

•  Affiliated  with  St.  Chri.stopher  s  Hospital  for  Clhildrcn  and 
C(X)per  HDspital's  Child  Oevelopineiit  C'enter 

•  Respite  care  availahle 

•  Caring  for  children  from  the  Miil-Atlantii-  states  since  1982 

VoorhcGS  FfediQtnc 


Fbcilitx 


Carl  t'luk'rhiiKl.  .'\iliiiinis(rii(<>r 
\MU  laun-l  O.ik  Kn.ul  •  Soorhi'i's.  Ni  w  U  tm-v  (iH(Ii,<  i.V).! 
(M)<)i  {  )()- 1 UH)  •  l-A\  (U)<)i '(.{?  (_Vf 
llr<H  htiR-  or  viili-<>  av.til.ibk-  upon  ri'qtii-.st 

"Accreditation  with  Cumnicndation" 

Idinl  CdiniiiisMoii  on  Aari'dilatidii  "I  lliispil.il  OrK.ini/.ilKin'. 
.McmIxT  \,iiinn.i[  .XwKi.iiiim  ol Cliililrcn''.  Ilospil.ik  ami  Kilned  Insliliiiiiins 
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Exceptional  Parent 
Announces  Forum  on  eWorld 

Eocceptional  Parent  magazine  is  tx)llaborating 
with  Apple  Computer,  Inc.  to  develop  an  exciting 
electronic  forum  on  eWorld,  Apple's  new  com- 
mercial online  information  service. 

eWorld,  which  will  be  available  tliis  summer,  is 
a  stateof-the-art  online  service  that  uses  com- 
puter graphics  to  make  communication  and 
irrformation  retrieval  fast  and  ea^.  There  are 
eight  main  buildings  on  the  eWorid  globe — 
El-mail  Center,  Newsstand,  Marketplace,  Arts  & 
Leisure  Pavilion, 
Learning  Center, 
Computer  Center, 
Commimity  Center 
and  a  Business  and 
Finance  Center. 
Each  area  uses  dis- 
tinctive graphics 
and  a  standardized 
user  interface  to  guide  the  subscriber  aroimd  the 
service. 

The  Exceptional  Parent  forum  wiU  contain 
three  main  components:  an  interactive  message 

area  for  adults 
and  children, 
a  fully  search- 
able database 
containing 
resource  infor- 
mation and  a 
bulletin  board 
containing  a 
variety  of  helpful  documents.  The  Exceptional 
Parent  forum  is  part  of  a  larger  e  Worid  "Disabili- 
ties" forum  which  includes  participation  fixim 
several  other  organizations,  including:  Trace 
R&D  Center,  ABLE- 
DATA,  Telecommuni- 
cations for  the  Deaf, 
Inc.,  Special  Needs 
Project,  National 
Center  on  Accessible 
Media  and  Don  John- 
ston Incorporated. 

YouH  learn  more 
about  eWorld— and  the  new  Exceptional  Parent 
forum — ^in  upcoming  issues  of  this  magazine. 
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Commercial  Online  Information  Services 


AMERICA  ONLINE 

Pricing:  No  setup  fee;  $9.95/month  (includes  5  free 

hours;  $3.50  each  add.  hour). 
Look/Feel:  Graphics  (requires  special  software) 
Membership  (approx.):  700,000 
Disability-related  information: 

•  disAbilities  forum  (mess^e  boards,  online 
chats  and  software  libraries) 

•  Assistive  Technology  forum 

•  National  Multiple  Sclerosis  Society 

•  United  Cerebral  Palsy  Associations 

•  National  Alliance  for  Mentally  Dl 
Contact:  80O«27-6364 

COMPUSERVE 

Pricing:  $39.95  one-time  setup  fee;  $8.95/month  for 
basic  services;  $4.80/hour  or  $9.60/hour  (depend- 
ing on  modem  speed)  for  non-basic  services). 

Look/Feel:  Text  or  Graphics  (requires  special  soft- 
ware) 

Membership  (approx.):  1-7  Million 
Disability-related  information: 

•  Disabilities+ Forum  (live  chats,  message 
boards,  software  libraries) 

•  Handici^pped  Users  Database  (HUD) 
Contact:  80(>«48^199 

DELPHI 

Pricing:  No  setup  fee;  $10/month  (includes  4  free 
hours;  $4  each  add.  hour)  or  $19  one-time  setup 
fee;  $20/month  (includes  20  free  hours;  $1.80 
each  add.  hour). 

$3/month  add.  for  Internet  access. 
Look/Feel:  Text 
Membership  (approx.):  N/A 
Disability-related  information: 

•  Access  to  WIDnet  managed  by  the  World  Insti- 
tute on  Disability  (online  chats,  conferencing, 
file  libraries,  message  boards) 

Contact:  800^54005 

Like  communities  of  people  all  over  the  world, 
electronic  comnumities  have  their  own  reputations. 
Because  it's  easy  to  use,  America  Online  tends  to 
attract  oonsumf^rs  who  are  new  to  the  field  of 
telecommunications  or  less  "computer-literate." 
CompuSci-ve,  because  it  has  been  in  existence  longer 
and  lierausc  its  softwr  v  is  more  difflcult  to  use,  has 
a  l  eputation  for  attrai  ling  more  technically  sophisti- 
cated users. 


eWORLD 

Pricing:  No  setup  fee;  $8.95/month  (inchides  2  free 

hours;  $4.96-7.90  each  add.  hour). 
Look/Feel:  Gr^hics  (requires  special  software) 
Membership  (approx.):  N/A  (new  service  to  be 

launched  in  Summer  1994) 
Disability-related  information: 

•  Emseptional  Parent  forma 

•  ABLEDATA,RehabData  libraries 

•  TVace  Center  Information  Library 

•  Special  Needs  Project  Bookstore 

•  Telecommunications  for  the  Deaf,  Inc.  forum 

•  Software  libraries,  message  boards, 

chat  rooms 

•  Assistive  Technology  Center 
Contact:  800-7754556 

GENIE 

Pricing:  No  setup  fee;  $8.95/month  (includes  4  free 

hours;  $3.00-9.50  each  add.  hour). 
Look/Feel:  Text 

Membership  (approx.):  300,000 
Disability-related  information: 

•  Disabilities  Roundtable 
Contact:  800*38^636 

PRODIGY 

Pricing:  $4.95  one-time  setup  fee;  $14.95/month  for 
"core"  services  and  5  hours  of  "plus"  services; 
$3.60  each  add.  "plus"  hour. 

Look/Feel:  Graphics  (requires  special  software) 

Membership  (approx.):  2  Million 

Disability-related  information: 

•  Medical  Support  Bulletin  Board  (many  differ- 
ent topics  and  subjects)— 5  free  hours  per 
month,  then  $1.20/hr 

•  "Parenting  Special  Needs"  Topic  on  Homelife 
Bulletin  Board  (a  "plus"  service) 

Contact:  800-776^9 

The  Bottom  Line:  Content 

While  many  online  services  may  look  and  even  act 
alike,  the  information  they  offer  may  be  quite  differ- 
ent. Often,  information  from  a  particular  organization 
or  publisher  is  available  only  on  one  online  service. 
Comparing  the  same  two  services  as  above,  only 
America  Online  lias  access  to  information  provided  by 
Time  magazine  and  files  from  the  United  Cerebral 
Palsy  Associations.  CompuServe,  in  turn,  offers  exclu- 
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EILEEN  NAUSS 

E-mail-  NKSJ63A@pTodigy.c(m 

I am  the  parent  of  a  seven-year-old  boy  who  is  deaf 
and  has  hydrocephalus.  Patrick  has  had  17  shunt 
revisions  over  the  last  two  years.  At  this  point,  he  is 
doing  very  welL  He  is  finishing  first  grade,  and  his 
first  year  in  a  mainstream  classroom. 
I  have  been  active  on  the  Prodigy  "Hydro"  board 


for  18  months. 
The  support  I 
have  found  there 
has  been  quite 
profound.  In 
fact,  we  have  be- 
come a  family. 

The  boai-d  has 
participants 
who  are  adults, 
and  this  is  so 


Patrick  Nauss,  age  seven  important  to  me. 


On  the  board,  I  can  talk  to  people  with  hydro- 
cephalus who  have  gone  to  college,  married  and 
have  kids  of  their  owa  As  a  parent,  my  biggest  chal- 
lenge is  to  treat  Patrick  as  if  he  were  a  normal  child. 
At  the  same  time,  I  need  to  deal  with  the  reality  that 
he  could  face  yet  another  surgery  tomorrow — our 
kids  need  functioning  shxmts  to  survive. 

I  feel  particularly  empowered  by  membens  who 
relate  their  own  experiences  and  share  their  fears 
as  well  as  theh*  successes.  For  example,  it  is  a  won- 
derful thing  that  Patrick  is  able  to  play  baseball, 
but  I  had  many  talks  vrith  my  ftiends  on  the  board 
about  my  fears  related  to  his  safety.  I  think  it  is 
vital  that  I  have  people  to  share  these  feelings  with; 
after  all,  this  really  is  my  problem  and  not  Patrick's. 
I  had  to  consider  the  opinions  of  the  adults  on  the 
board  who  have  strong  feelings  about  the  effects  of 
"overprotective  parents."  It  is  this  kind  of  day-to- 
day support  that  is  so  important  to  me. 

Eileen  Nauss  lives  in  LaGrange,  Illinois. 
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Rehab  Technology 
Que  Stop  Shopping 

□  Augmentative  Communication 

□  Customized  Mobility  Equipment 

□  Seating  and  Positioning 

□  Funding  Reports  and  Justifications 

□  Adapted  Toys 

□  Orttiotics 

Children's  Specialized,  the  state's 
only  pediatric  rehabilitation  hospital, 
provides  inpatient  and  outpatient  treat- 
ment for  children  and  adolescents, 
newborns  to  21  years  old. 

Speak  with  the  Specialists  at  Children's 
Specialized. 


CHILDREN'S^  SPECIALIZED 


CSH-OCEAN 

94  Stevens  Road 
Toms  River  Nl  087» 
19081 914- 1100 


HOSPITAL 

150  New  Providence  Road 
Mountainside.  N|  07092 
|90«| 233-3720 


CSH-OHtpatitnt  Ccnur 

330  South  Avenue 
Fanwood.  Nl  07023 
1908) 233-5720 
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sive  access  to  Roger  Ebert's  collection  of  movie 
reviews  and  a  unique  library  called  the  Handicapped 
Users  Database. 

The  comparison  chart  on  page  31  lists  six  msyor 
commercial  online  services  with  information  about 
how  to  contact  them,  their  cost,  and  the  types  of  dis- 
ability-related resources  they  offer.  None  of  these  sys- 
tems, of  course,  caters  solely  to  the  topic  of 
disabilities.  Commercial  services,  by  definition,  have 
large  selections  of  diverse  information- 
Looking  Ahead 

What  lies  ahead  for  the  rapidly-evolving  field  of 
telecommunications?  In  the  short  term,  it  is  expected 
that  more  information  (both  disability-related  and  oth- 
erwise) will  become  available.  Information  providers 
including  organizations,  magazines,  retailers  and  prod- 
uct developers  are  racing  to  explore  the  benefits  of 
making  their  information  available  electronically. 

Computer-based  telecommunications  will  never 
replace  natural,  human  interaction.  However,  at  its 
best,  this  technology  empowers  people  to  expand 
their  world — and  to  break  their  isolation — by  opening 
new  avenues  of  communication. 

Peter  Given  lives  in  Boulder,  Colorado,  and  is  part,  of 
Apple  Computer's  Woiidunde  Disability  Solutions 
Gmup.  He  co-avthoml,  with  Alan  J.  Brigktman,  the 
book  Imm'KNDKNCK  Day:  DicsKiNiNG  Computer  Solv- 
TioNS  fVR  Individuals  with  Disahilhy  (1990,  DLM). 
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Cruising  the  Internet 


by  Bill  McGarry 


The  largest  electronic  network 
in  the  world,  tlie  Internet,  is 
actually  a  world-wide  web  of 
intercon-iected  networks.  The  Inter- 
net is  growing  at  a  tremendous  rate; 
a  new  network  is  added  every  ten 
minutes.  It  is  nearly  impossible  to 
know  how  many  people  are  con- 
nected to  the  Internet — some  esti- 
mate that  there  are  more  than  15 
million  users  in  140  countries. 

Mailing  Lists 
and  Newsgroups 

A  variety  of  resources  are  available 
on  the  Internet.  The  most  common 
is  electronic  mail  or  "e-mail." 
Almost  everyone  on  the  Internet 
has  their  own  mailbox  where  e- 
mail  can  be  sent  directly.  E-mail 
can  be  used  for  private  discussions 
between  Internet  users.  Internet 


users  can  also  add  their  e-mail 
addresses  to — "subscribe  to" — any 
one  of  several  thousand  electronic 
mailing  lists.  Mailing  lists  allow 
subscribers  to  participate  in  ongo- 
ing discussions  of  almost  any  imag- 
inable topic.  Any  message  sent  to  a 
mailing  list  is  mailed  to  every  sub- 
scriber; individual  subscribers  can 
respond  to  messages  or  enter  new 
messages  which  will,  in  turn,  be 
sent  to  every  subscriber.  See  side- 
bar for  a  partial  list  of  disability- 
related  mailing  lists. 

Many  mailing  lists  also  store  all 
messages  in  a  database  at  a  central 
location.  This  allows  users  to 
search  previous  messages  by  using 
a  "keyword."  For  example,  I  was 
recently  contacted  by  someone 
who  was  looking  for  information 
on  a  program  where  dolphins  were 


used  in  therapy  with  children  who 
had  mental  retardation.  Using  the 
keyword  "dolphin,"  I  was  able  to 
search  a  database  storing  the  last 
30,000  messages  posted  to  the 
Handicap  Digest  mailing  list.  Within 
a  few  minutes,  an  article  describing 
this  therapy  program  was  retrieved 
from  the  archives  and  mailed  to  my 
electronic  mailbox. 

The  USENET  network,  which  is 
part  of  the  Internet,  also  has  a  col- 
lection of  more  than  5,000  discus- 
sion groups  called  "newsgroups." 
Newsgroups  store  messages  on  a 
computer  in  a  central  location. 
Users  can  read  and  reply  to  the 
messages  from  their  own  comput- 
ers. Disability-related  newsgroups 
include  misc.handicap,  alt.sup- 
port.spina-biflda  and 
alt.support.arthritis. 


ALDER  CASTANOLI 

E-mail:  Alderc@aol.com 

My  four-year-old  son,  Christopher,  was  diagnosed 
with  attention  deficit  disorder  (ADD)  early  this 
year.  At  first,  my  wife  and  I  were  ashamed  and 
worried  to  hay6  a  "hyperactive''  child. 

I  had  just  received  a  new  Macintosh  com- 
puter for  my  birthday,  so  I  thought  I  would  use 
it  to  try  to  leam  something  about  ADD.  I  joined 
America  Online  (AOL)  and  started  to  get 
involved  in  "chats"  with  other  parents  of  chil- 
dren with  ADD  and  other  disabilities.  During 
one  of  these  chats,  I  learned  about  an  Internet 
mailing  list  for  parents  of  children  with  ADD.  I 
found  out  that  I  could  subscribe  to  this  list  through 
my  e-mail  address  on  AOL 

In  the  few  short  months  since  subscribing  to  the 
ADD-Parents  mailing  list,  I  have  learned  that  my 
child  is  not  a  freak.  I  now  know  that  Christopher 
has  a  medical  condition  that  is  treatable  through 
medication  and  behavior  modification  techniques, 
many  of  which  I  have  learned  about  through  e-mail 
exchanges  with  other  parents  on  the  list. 
The  ADD-Parents  list  includes  parents  from  all 


over  the  US  and  Canada,  so  we  can  compare  notes 
on  special  education  laws  and  practices  in  various 
locations.  When  we  have  an  especially  tiying  day 
with  our  kids,  we  can  share  our  frustrations  by 
sending  e-mail  to  the  Ust;  often,  we  will  get  rapid 

return  e-mail  with  sug- 
gestions or,  just  as 
importantly,  moral  sup- 
port. The  particular 
computer  service  each 
individual  member  of 
the  list  uses  is  not 
important — we  can 
receive  e-mail  from 
commercial  services  like  CompuServe,  America 
Online,  Prodigy,  GEnie  or  any  other  service  that 
provides  an  Internet  mailing  address. 

I  have  learned  how  to  better  be  a  father  to  my 
son.  And  thanks  to  the  parents  of  older  children  on 
the  mailing  list,  I  also  have  learned  about  the  chal- 
lenges that  lie  ahead.  I  know  about  the  potential 
pitfalls  of  elementary  school  and  higher  education, 
and  I  am  ready  to  deal  with  problems  as  they  arise. 

Alder  Castanoli  lives  in  Key  West,  Florida. 
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It  can  be  when  you  use 
our  SPECIAL  PURPOSE  Equipment 
and  Supplies  . . . 

For  Children  and  Adults 

See  our  New  and 
Expanded  Catalog  for: 

•  Mobility  Aids 

•  Do-it-Yourself 
Supplies 

•  Positioning 
Furniture 

•  Wheelchair 
Accessories 

•  Learning  & 
Communication 
Aids 


Consumer  Care  Products  Inc. 

SION.  Water  St,  P.O.  Box  684        T«h  414-t5».«353 
SlMtlsn  SiwiMnamW  S3082^>6i4  FAX:  414-4S9-9070 


Circle  #  109 


Let  us  help  you  and  your  child  with  friendly,  high 
quality  materials: 


picture  communication 
feeding  and  swallowing 

language  development 

featuring  the  Hanen  Program 

toys  and  games  to  train 
daily  living  skills 


Pictures  shmm  are  communkation 
stickers  from  our  Pick  'n  Stick 
Primary  Pack. 


Call  or  write  for  our  free  catalog: 
Imaginart  Commimication  Products 
307  Arizona  Street,  Dept.  EP4,  Bisbee,  AZ  85603 
(800)  828-1376 


■ 


ERIC 


Orel*  #  41 

•   EXCEPTIONAL  PARENT  /  JUNE  1994 


JEAN  JASlNSKi 

E-mail:  jean®swttoolsJ'c.hp.com 

A  bout  six  years  ago,  my  one-year-old  daughter's  leg 
jL\.  hurt  Two  months  earlier,  she'd  had  a  similar 
episode  involving  the  other  leg.  X-rays  showed  an  old 
fracture  in  one  leg  and  a  healing  fracture  in  the  other. 
Since  children  this  age  do  not  commonly  break  bones, 
the  doctors  immediately  suspected  abuse. 

I  had  just  become  pregnant  with  our  second  child 
when  Kayla  was  diagnosed  with  a  rare,  genetic,  brittle- 
bone  disorder  called  osteogenesis  imperfecta  (01).  The 
doctors  did  not  give  us  any  written  information,  nor 
could  they  put  us  in  contact  with  any  other  families 
who  had  children  with  the  disorder.  They  were  unable 
to  tell  me  the  odds  of  our  next  child  also  having  01,  but 
advised  that  we  have  ultrasounds  to  look  for  in-utero 
fractures. 

Our  son,  Jason,  was  bom  fracture-fi«e  and  Kayla  did 
not  break  any  bones  for  almost  another  year.  During 
that  year,  we  searched  for  information  about  osteogene- 
sis imperfecta,  combing  medical  textbooks  and  asking 
all  new  doctors  who  crossed  our  paths  what  they  could 
tell  us  about  01. 

When  Kayla  started  fracturing  again,  the  need  for 
information  became  greater.  1  had  access  to  the  Internet 
through  work,  so  1  posted  a  query  to  a  few  Internet 
newsgroups  and  ended  up  with  a  list  of  resoiux;es 
through  which  we  were  able  to  amass  a  great  deal  of 
medical,  practical  and  personal  infomation  about  living 
withOl. 

When  Jason  passed  his  first  birthday  without  any 
fractures,  we  breathed  a  huge  sigh  of  relief.  But  as  he 
grew  older,  it  became  clear  that  his  development  was 
delayed.  He  was  diagnosed  with  sensory  integration  dis- 
order and  began  occupational  then^y.  When  my  hus- 
band and  I  ran  out  of  ideas  for  dealing  with  a  minor 
behavior  problem,  I  again  went  hitchhiking  on  the  infor- 

Retrieving  Informarion 

Many  computer  sites  on  the  Internet  offer  free  access 
to  file  libraries  of  software  and  text  files.  One  such  site 
at  Olivetti  North  America  is  devoted  to  disability- 
related  information  and  has  more  than  1,000  programs 
and  information  files.  Some  of  the  programs  are  free 
or  "shareware"— if  you  like  the  program,  you  pay  the 
author  directly.  Available  programs  include  a  sign  lan- 
guage tutor,  programs  that  allow  the  use  of  a  com- 
puter with  one  finger,  word  predictors  and  speech 
synthesizer  drivers. 

The  Internet  has  so  much  available  iiu'ormation  that 
it  can  become  difficult  to  find  what  you  are  looking 
for  To  make  it  easier  to  find  and  retrieve  information 
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Jean  Jasinski  with  children,  Kayla  and 
Jason,  at  Disneyland. 


mation  highway,  looking  for  other  solutions.  This  time, 
a  woman  answered  my  query,  and  we  started  corre- 
sponding via  e-malL  Her  son  had  also  been  diagnosed 
with  sensory  integnation  disorder,  but  was  now  consid- 
ered to  have 
autism.  We 
compared 
notes  and 
found  that  our 
sons  were  very 
similar.  Eventu- 
ally, we  trav- 
eled from 
Colorado  to 
New  Jersey  to 
have  Jason 
seen  by  the 
same  experts 

  who  had  evalu- 
ated this  woman's  son.  Just  before  his  fourth  birthday, 
my  son  was  diagnosed  with  mild-to-moderate  autism. 

Two  years  later,  this  woman  and  I  still  correspond  by 
e-mail  several  times  a  week.  Besides  meeting  face-to- 
face  on  the  trip  when  Jason  was  evaluated,  we  have 
attended  one  autism  conference  together  and  we  will 
attend  another  soon.  This  time,  we  wiU  be  joined  by 
another  "electronic  friend"  firom  Minnesota,  also  the 
parent  of  a  boy  with  autism. 

My  other  friends  can't  understand  what  it  is  like  to 
potty  train  a  child  who  has  autism.  They  have  never 
dealt  with  a  f oiir-yearnald  who  tantrums  if  you  drive 
home  via  a  different  route.  They  don't  comprehend  the 
constant  search  for  new  treatments  and  thersqpies.  My 
online  friends  give  me  the  day-to-day  support  that  can 
only  come  fttjm  someone  who  is  going  through  the 
same  things. 

Jean  Jasinski  lives  in  Ft  Collins,  Colorado. 

and  files,  many  sites  now  offer  user-friendly  utilities, 
including  one  called  "Gopher '  (named  after  the  mas- 
cot of  the  University  of  Minnesota,  where  the  program 
was  first  developed). 

The  Gopher  program  provides  a  single  access  point 
to  the  resources  available  on  hundreds  of  Internet 
computers  and  presents  all  of  the  information  in  menu 
format.  Instead  of  having  to  remember  specific  com- 
mands or  recall  the  exact  computer  site  where  certain 
information  is  located,  the  Gopher  program  presents  a 
menu  of  choices  in  plain  English.  Choosing  one  item 
on  a  menu  may  display  a  text  file;  another  may  get  a 
software  program  from  a  file  library,  retrieve  a  picture, 
allow  database  searches  or  display  another  menu. 
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The  choice 
is  easy 


•  •  • 


A  Columbia  Toilet  Support 
gives  your  child  independence/ 
privacy  and  secure  support 


LOW  BACK  STYLL  K)R 
BASIC  fRUNK  SUPPORT 


The  choice  is  easy  - 
when  you  have  a  choice! 
That's  why  we  offer  5 
models  to  suit  your 
child's  support  needs. 

•  Easy  mount,  easy  off! 

•  Adjustable  height 

•  Fits  any  toilet;  school, 
home  or  institutional 


Ask  for  our  FREE  Full  Color  Catalog 
of  Convenient,  Helpful  Products 


It  includes  the  unique 
Columbia  Car  Seat, 
now  crash-tested  for 
children  20  to  102  lbs., 
up  to  5  feet  tall! 

Handsome,  durable  and 
convenient  to  use! 

Cowtorf  MS  for  your 
ntartii  dealer 


COLUMBIA 


(1 1. 
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DISABILITY-RELATED  INTERNET  MAIUNG  LISTS 

The  Internet  offers  a  mmbet  of  disability-related  mailing  lists.  To  participate  in  discussions  tak- 
ing place  on  a  list,  one  must  "subscribe"  by  sending  a  message  to  the  list's  distribution  address 
(see  below).  The  message  should  say  simply  (and  without  punctuaCon): 

Subscribe  UST-NAME  Your-Name 

For  example,  to  subscribe  to  the  list  for  parents  of  children  with  attention  deficit  disorder, 
Alphus  Jones  would  send  a  message  to  ftie  distribution  address,  Iistserv@n7kbt.rain.com;  his 
message  would  say: 

Subscribe  ADD-PARENTS  Alphus  Jones 

He  does  not  have  to  include  his  e-mail  address  in  this  message;  the  list  administrata  will  get 
that  infomiation  by  looking  at  the  "From:"  line  that  will  be  automatically  inserted  at  the  top  of 
his  message. 


11.1  II  Mini 

Mil  WIIWI 

unmButioii  Minw 

AHA  1  A\U 
AIM-LAW 

ADA,  related  legislation 

Iistserv@vm1  .nodak.edu 

Ann  DADCUTC 

AUU-rAKCIllo 

oniiaren  witn  auu 

Iistserv@n7kbt.rain.com 

DctuiVHin 

Behavioral  and  Emotional 
Disorders  in  Children 

listserv@asuviTi.inre.asu.edu 

DibUMrAL 

Matches  adults  with  disabilities 
as  pen-pals  of  kids  with  the  same 
disabilities 

listserv@sjuvm.s^h  ns.edu 

BUND-L 

Blindness 

listserv@uafsysb.uari<.edu 

BUNDMWS 

"Blind  News  Digest" 

Iistserv@vm1  .nodak.edu 

RRAII 1  P 
DitMlUX 

Dial  116 

listserv@cseam  .bitnet 

RRAtUTUR 
Dnniniivin 

Drain  titiTiArc 

Drain  luinors 

iisiservsmnvma.mn.eQU 

nnuiinic 

uommunicaiion  oisoroers 

listserv@rpitsvm .  bitnet 

UrnLOi 

uereixai  paisy 

iistservsn/mi  .nooQK.euu 

rvQTir-i 

ltTalllr~L 

oySllC  TlurOSiS 

listserv@yalevm.cis.yale.edu 

UnUVUUAl 

ramers  or  cniioren  witn  QisaDiiities 

listserv@ukcc.uky.edu 

nnufil  cvu 

Down  syndrome 

Iistsen/@vm1  .nodak.edu 

DDHND-L 

Infomiation  on  disabilities 

Iistserv@gitvm1. bitnet 

DEAF 

Deaf  online  magazine 

deaf-request@clark.net 

DEAF-L 

Deafness 

listserv@siucvmb.bitnet 

DEAFBLND 

Deaf  and  Blind 

listserv@ukcc.uky.edu 

DISRES-L 

Research  and  disabilities 

listserv@ryevm.ryerson.edu 

DSSHE-L 

Students  with  disabilities  in  higher 
education 

listsefv@ubvm.bitnet 

IMMUNE 

Immune  disorders 

immune-requ6St@vreber.ucsd.edu 

LO-UST 

Learning  disabilities 

ls-list-request@east.pima.edu 
(Msg  should  say  only:  "Subscribe") 

L-HCAP 

"Handicap  Digest"— 
general  disabilities 

Iistserv@vm1  .nodak.edu 

MO-UST 

Muscular  dystrophy 

md-iist-requestef@dataz.bisix.com 

MOeiLiTY 

Mobility  disorders 

listsefv@siuvm.s1johns.edu 

MRDEAF-L 

Mental  retardation  with  deafness 

majordomo@bga.com 

RPUST 

Retinitis  pigmentosa 

rplist-request@lri.fr 

STROKE-L 

Strokes 

listsefv@ukcc.uky.edu 

TBI-SPRT 

Traumatic  brain  Injury 

listsefv@sjuvm.s^ns.edu 

Each  choice  on  a  menu  will  connect 
you  to  the  computer  where  that 
information  is  stored,  no  matter 
wh(  re  in  the  world  it  may  be.  Tlie 
location  of  the  information  will  be 
indicated. 

Depending  on  the  system  you  are 
using  for  Internet  access,  a  single 
text  command,  menu  selection  or 
mouse-click  on  a  Gopher  icon  will 
connect  you  to  any  Internet  gopher 
site.  For  example,  if  you  were  to 
connect  to  the  Gopher  server  at  the 
Olivetti  Disability  Resource  Center 
(gopherafd.oIivetti.com),  the  main 
menu  would  display  a  number  of 
choices  including:  i.  Caution! 
Gopher  Under  Constmction,  2.  How 
to  Find  Youi-  Way  Through  this 
Gopher,  3.  Other  Disability-Related 
Gophers,  4.  Disability  Resources, 
5.  Medical  and  Health  Resources, 
and  6.  Search  the  GopherSpace  for 
Special  Topics.  If  you  were  to  select 
the  fifth  menu  item.  Medical  and 
Health  Resources,  the  Gopher 
would  then  display  a  multi-page 
menu  with  nearly  200  choices 
including  a  genetic  engineering 
database  in  Italy,  the  World  Health 
Organization  in  Switzerland  and 
biomedical  resources  at  Yale-New 
Haven  Hospital. 

The  Internet  has  more  than  7,000 
Gopher  sites,  with  75  to  100  new 
sites  being  added  weekly.  More 
than  12  million  items  are  available 
through  Gopher  The  amoimt  of 
available  disability-related  informa- 
tion is  growing  rapidly. 

Getting  Internet  Access 

How  do  you  get  access  to  the  Inter- 
net? Most  universities  and  many 
companies  offer  access  to  students 
and  employees.  Most  of  the  msuor 
commercial  online  services  offer  at 
least  e-mail  access  to  tlie  Internet; 
some  offer  access  to  other  Internet 
features  as  well.  Other  options  for 
gaining  Internet  access  include 
local  bulletin  boards,  conununity- 
sponsored  networks,  called 
"Freenets,"  or  conmiercial  Internet 
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providers— most  charge  a  flat 
monthly  fee  and  provide  a  local 
access  number. 

Internet  Resources 

These  books  can  tell  you  more 
about  the  Internet: 

Dem,  Daniel  R  Tlie  Internet  Guide  for 
New  Users.  New  York:  McGraw-Hill, 
1994. 

Halin,  Harley  &  Rick  Stout.  The  Internet 
Complete  R^erence.  Berkeley: 
Osborne  McGraw-Hill,  1993. 

Levine,  John  R.  and  Carol  Baroudi.  The 
Internet  fw  Dummies.  San  Mateo, 
California:  IDG  Books,  1993. 

A  number  of  useful  electronic  man- 
uals are  also  available  on  the  Inter- 
net itself,  or  from  many  commercial 
online  services  and  local  electronic 
bulletin  board  services. 


BiR  McGarry  is  the  parent  of  three 
ckUdrett.,  11 -year-old  Alexander, 
whx)  has  Down  syndivme,  Meghan, 
10,  and  Timmy,  7.  He  lives  in 
Shelton,  Connecticut  and  works 
as  a  computer  progtvmmer  at 
Olivetti  North  America.  McGarry 
is  the  system  operator  of  the  Hand- 
icap News  BBS  (203/926-6168, 
300-14,400  baud)  and  moderator 
of  the  Disability  Forum  an 
National  Videotex  Network  (NVN), 
a  commercial  online  setvice.  (For 
more  information  on  NVN,  call 
1-800-336-9096.)  Bill  also  moder- 
ates several  Internet  mailing  lists 
and  Fidonet  conferences.  He  can  be 
reactied  via  e-mail  at 
wtm  (^Ini  nker.  ajd.olivetti .  cam. 


DISABILITY-RELATED  ELECTRONIC  BULLEHN  BOARDS 

The  disability-related  bulletin  board  services  (BBSs)  listed  below  can  provide  a  wealth  of  helpful  infor- 
mation. Use  of  all  listed  services  is  free,  however,  depending  on  where  one  lives,  calling  a  BBS  may 
incur  long-distance  telephone  charges.  A  few  bulletin  boards  charge  fees  for  increased  access  or 
membership;  when  applicable,  these  fees  are  mentioned  in  the  notes  following  each  entry.  Some 
boards  chose  to  list  voice  numbers  where  the  coordinator  of  the  BBS,  known  as  the  system  operator 
(sysop),  can  be  reached  for  questions  or  comments. 

These  services  do  not  provide  special  software,  as  do  most  major  commercial  online  services. 
Instead,  users  must  call  the  BBS  using  the  communications  software  that  comes  with  their  modems. 
Users  must  be  sure  to  stay  within  the  given  baud  rate  per  second  for  modems  (bps)— this  figure  is 
listed  after  the  BBS  modem  number  (i.e.,  "up  to  9,600  bps").  This  is  the  only  aspect  of  the  communi- 
cations software  that  the  user  must  configure  (set)  differently  for  various  BBSs;  the  other  modem  set- 
tings are  the  same  for  all  listed  services— 6  data  bits,  no  parity,  1  stop  bit  (8-N-1).  (These  are  the 
default  settings  for  most  communications  software— you  don't  need  to  understand  what  each  means; 
you  may  not  even  need  to  change  the  configuration  of  your  software  from  the  default) 

Once  connected  to  a  BBS,  users  can  post  and  read  messages,  upload  (post)  and  download 
(receive)  files  and  leave  messages  for  the  sysop.  Certain  boards  are  connected  to  larger  networks, 
such  as  Internet,  Fidonet  or  ADAnet,  which  allow  files  to  be  shared  and  messages  to  be  posted  among 
a  large  number  of  bulletin  boards. 


ALABAMA 
AOAlWt 

(205)  254-6050,  up  to  2,400  bps 
All  disabilities:  many  BBSs  are  linl<ed 
to  (ftffi  system;  many  message 
areas,  large  file  area  for  dovmload- 
ing:  users  get  30  free  minutes  daily: 
subscriptions  l$40/yr)  allow 
increased  usage  and  unlimited 
downloading. 

AlASKA 

Assistive  Tedmology  of  Aiaska 
BBS 

(800)  770-1399  (in  AK), 

up  to  2,400  bps 
(907)  277-1399  (out-of-state), 

up  to  2,400  bps 
(800)  636-01 38  (voice) 
(907)  274-0136  (voice) 
Fonjms  on  specific  disabilities,  edu- 
cation, assistive  technology,  legisla- 
tion: files  for  downloading 

ARIZONA 

Tucson  Prologue 

(602)322-8014,  up  to  14,400  bps 
General  disabilities,  some  emphasis 
on  blindness:  Intemet  e-mail, 
Fidonet:  message  areas,  files  for 
downloading:  local  issues:  most 
users  are  aduSs  with  disabilities. 

CAUFOBWIA 
Baytalk 

(415)864-6430;  up  to  9.600  bps 
Emphasis  on  computer-access 
issues  for  persons  with  disabilities: 
message/file  areas  concerning 
Americans  with  Disabilities  Act  info 
for  parents  on  local  issues 

Blink  Connectkm 

(510)  276-4121,  up  to  2.400  bps 
Emphasis  on  visual  impairments: 
message  areas:  some  Fidonet 


access:  BBS  can  be  used  by  per- 
sons with  visual  impairments. 

Disabled  Ctiiidren's  Computer 
Group 

(510)841-5621,  up  to  9,600  bps 
(510)  841-3224  (voice) 
Emphasis  on  children  with  disabili- 
ties: conferences  for  adults  fami- 
lies—parents are  welcome:  Fidonet: 
info  on  local  resources,  files  for 
dovmloading. 

KIRO  Education  BBS 

(805)  324-2955,  up  to  1 4,400  bps 
Emphasis  on  blindness,  education: 
BBS  use  is  free/$5.00  monthly  fee 
for  Intemet  access;  Fidonet,  Intern^ 
e-mail/nev/sgroups:  National  Feder- 
aticn  of  the  Blind  fowms  publica- 
tions online— helpful  materials  for 
parents. 

UNCS-BBS 

(408)  294-6933,  up  to  14,400  bps 
(408)  277-0764,  up  to  14,400  bps 
(408)  288-5010  (voice) 
General  disabilities,  emphasis  on 
children:  Parents  Helping  Parents 
(PHP)  members  ($25  annual  fee) 
receive  Intemet  e-mail:  message 
areas  "Parents  Search "  area, 
resource  directories,  info  on  rare 
conditions  local  legislative  updates: 
files/games  for  downloading:  PHP 
can  provide  technical  assistance  to 
resource  centers  interested  in  start- 
ing their  oviv  BBSs. 

cowwEcncin" 

Handicap  Newt  BBS 

(203)  926-61 68,  up  to  1 4,400  bps 
(203)  926-6187  (voice) 
Wide  range  of  disabilities— 50-80 
conference  areas:  Intemet  e-mail/ 
newsgroups,  Fidonet:  many  confer- 
ences helpful  to  parents  local  con- 
ference available,  although  most 
callers  are  non  local,  nearly  1000 


files  for  downloading:  sysop  is  parent 
of  child  vm  has  Down  syndrome. 

DISTRICT  OF  COUIMBiA 

ACB  On-Une  (American  Council 
of  the  Blind) 

(202)331-1058,  up  to  14,400  bps 
(202)  467-5081  (voice) 
Emphasis  on  visual  impairments: 
files  on  braille  literacy,  resource  lists 
archive  of  ACB  literature 

illlNOIS 
C0PH2BBS 

(312)436-0559,  up  to  2,400  bps 
General  disabilities:  message  areas 
files  for  downloading 

INDIANA 

Ttie  Special  Needs  BBS 

(219)659-0112,  up  to  14,400  bps 
General  disabilities,  some  emphasis 
on  hearing  impainnon^:  Intmet  e- 
mail,  Fidonet,  health  care  net 
access:  message  areas  for  parents 
files/programs  for  downloading: 
sysop  is  parent  of  child  who  is  deaf. 

LOUISIANA 

Resource  Access 

(504)897-9204,  up  to  2,400  bps 
General  disabilities:  message  areas, 
files  for  downloading. 

MAINE 

Maine  Meeting  Place  BBS 

(800)339-3845  (ME  only), 

up  to  28,800  bps 
(207)  324-5310  (Outside  ME), 

up  to  28,800  bps 
(207)324-2337  (voice) 
Wide  range  of  disabilities  related 
issues:  BBS  designed  to  accommo  - 
date  computer  novices — many  par- 
ents are  users:  Intemet  e-utail/ 
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WSABILITY-REUTED 
ELECntONIC  BUimiN 
BOARDS,   


newsgroups:  local  issues:  outreach 
lo  grcjps^rtdividuals  who  need  low-cost 
computer  equipmertt 

Braille  Inn  BBS 

(410)893-8944, 

up  to  9,600  bps 
General  disabilities:  files  in  andalxut 
braille:  Ftdonel 

Deaf  New  World  BBS 

(301)  587-2277, 

up  to  14,400  bps 
(301)  588-0965  (m) 
(301)  588-0548  (Voice) 
(301)  588-5261  (FAX) 
ny-compatiUe:  thirty  minutes  Iree 
access  daily— subscribers  (varying  rates) 
receive  more  time  and  Internet  e-mail: 
emphasis  on  dealness:  Fidonet:  online 
shopping  areas  for  deaf-related  prod- 
ucts: files  for  downloading. 

HEX  BBS 

(301)  593-7357.  up  to  9,600  bps 
ny-compatible:  general  disabilities: 
Fidonet:  message  areas,  files  for 
downloading. 


NFB  Net  (National  FMaratfcm 
of  the  Blind) 

(41 0)752-5011,  up  to  14,400  bps 
(410)  659-9314  (voice) 
Emphasis  on  visual  impairments:  NFB  lit- 
erature, publications  online,  conferences 
for  parents  to  discuss  issues  with  adults 
who  are  blind:  Fidonet,  ADAnet:  electronic 
booksAext  fSes  for  downloading. 

MASSACHUSETTS 

Disabled  Individuals  Movement  for 
Equality  NetwoiK  (DIMENET) 

(508)  880-5412,  up  to  14,400  bps 
(513)  237-8360  (voice) 
DIMENET  is  a  coalition  of  Independent 
Living  Center  (ILC)  BBSs  worldng  to 
obtain  resources  for  online  computing  for 
all  ILCs.  The  BBSs  are  based  in  Taunton, 
MA:  Dayton,  OH  and  Tulsa,  OK:  general 
disabilities,  LC  related  issues:  internet  e- 
mail/'newsgroups:  Fidonet:  files  for 
downloading. 

Mass.  Commission 
for  ttie  Blind  BBS 

(617)451-5327,upto14,400bps 
(800)  392-6450  (voice,  MA  only) 
(617)  727-5550  (voice) 
Emphasis  on  visual  impainnents:  mes- 
sage areas,  conferences,  employment 
info,  conference  info  for  parents:  files  for 
downloading.  

BBS  Dircclmy  conlinues  on  page  54 
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TALK  ABOUT  M.O.V.E. 


"Sitting  and  lying  have  turned  to  standing  and 
walking— and  now  even  speaking.  All  skills  1 
was  told  Lauren  would  never  have.  Because  of 
the  M.O.V.E.  program,  Lauren  can  communicate 
with  others  in  ways  I  thought 
were  not  possible." 
Barbara  Rueben,  parent 
Canoga  Park,  California 

"It's  changed  our  lives.  For  the 
first  time  in  four  years.  1  have 
had  to  baby-proof  my  house.  ^ 
1  am  thrilledl"  ^ 
Kim  LeonetLi,  parent  ^ 
Los  Angeles,  California 

The  M.O.V.E.  curriculum  teaches  the  basic 
motor  skills  of  sitting,  standing,  and  walking. 
For  more  information,  contact: 


a. 


^    Rlfton  For  People  With  DisabiliUes 
PO  Box  901  •  Rlfton.  NY  12471 


800-374-3866/ext  102 


Karen  Burita  with  Sarah  atid  Matrk. 
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KAREN  BURKA 

E-mail:  ACUA16A@prodi9y.c(m 

Parenting  a  <Md  with  a  disability  is  a  time-demand- 
ing, alk;onsuming  job.  After  you  adjust  to  the  feet  of 
your  child's  disability,  you  try  to  pick  up  the  pieces 
and  get  back  to  living  a  "normal  life."  But  your  life  is 
far  ficom  normaL  You  fj^nA  all  your  free  time-Hsick 
days,  vacation 
time  and  personal 
days— going  to 
speech  tinaapy, 
medical  special- 
ists, lEP  reviews 
and  evaluations. 

I  have two 
children  with 
hearing  impair- 
ments. Sarah  is 
six  and  has  only  a  moderate  loss,  but  two-and-a- 
half-year-old  Mark  is  profoundly  deaf.  Parenting  a 
child  with  special  needs  means  that  I  have  to  do 
twice  as  much  with  half  as  much  time.  I  work 
full-time  to  cover  the  additional  ejqwnses  and 
maintain  health  insurance,  but  end  tq?  with  no 
time  left  for  myself. 

Telecommunications  g^ves  me  the  opportu- 
nity to  quickly  make  contact  with  people  who 
understand  my  situation,  my  decisions,  my 
excitement  when  my  son  says  a  two-word  sen- 
tence for  the  first  time  or  my  confusion  over  dif- 
fering medical  opinions  and  educational 
philosophies.  If  I  get  depressed  because  Mark's 
progress  seems  to  be  at  a  standstill,  I  can  always 
find  somebody  out  there  to  nudge  me  out  of  it 
and  remind  me  to  stay  focused  on  those  areas 
where  he  is  excelling. 

Besides  making  contact  with  other  parents, 
I  also  get  support  from  adults  who  ai«  deaf.  I 
can  talk  to  deaf  people  through  telecommunica- 
tions, but  would  be  unable  to  talk  to  them  if  tiiey 
were  standing  right  in  front  of  me  because  i  do 
not  know  American  Sign  Language. 

Ttelecoramunications  allows  people  to  be 
social  again.  Hectic  lifestyles  prevent  us  from 
going  out  and  making  contact  with  other  parents 
just  when  we  need  it  the  most  I  usually  get  on 
Prodigy  late  at  night  when  the  kids  and  my  hus- 
band are  asleep.  Being  on  the  board  is  therapeu- 
tic for  me.  Just  reading  all  the  messages,  maybe 
responding  to  one  or  two,  is  like  a  catharsis. 

Karen  Burka  lives  in  Falls  Churcfi,  Virginiu. 
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FATHERS'  Voices 


Whaf  s  a  Tough  Guy  to  Do? 


by  Thomas  P.  Nolan 


James  is  my  handsome,  14-year-old  son.  Our 
Odyssey— or  nightmare— began  about  seven  years 
ago.  One  night,  at  a  Little  Le^ie  baseball  game, 
I  noticed  that  James  was  not  getting  to  the  ball  as 
quickly  as  usual.  At  the  time,  I  didn't  think  much  of  this 
observation.  As  the  months  went  by,  however,  things 
got  more  compUcated.  Something  was  wrong 
with  my  son!  The  tests— all 
those  *#@$%*@tests-what  ^ 
could  it  be?  At  the  tune,  1      Thomas  Nolan  and 
thought  the  worst  it  could     iJ^-year-old  James 
be  was  a  brain  tumor.  (beUxw) 


Ha!  Now,  I  wish  it  had  been  a  brain  tumor.  After  all 
the  tests,  the  doctor  told  me  that  James  had  metachro- 
matic leukodystrophy  (MLD). 

My  first  reaction  was  to  ask  how  my  wife,  Carolyn, 
and  I  could  fight  this  thing.  Then,  the  doctor  told  us 
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m  ^sP.  Nolan  lives  on  Long  Islavd,  New  York,  with 
his  wife,  Carolyn,  and  sons,  James  and  Bnan. 
Tfwmas  works  as  an  awto  body  coUision  repairper- 
son, and  is  involved  with  programs  of  the  United 
Leukodystrophy  Foundation  (23M  Highland  Dr., 
Sycamore,  IL  60178,  800/728-5483)  and  Candle- 
lighters,  a  local  support  group  for  children  with  life- 
threatening  illnesses  or  disorders. 


there  was  no  cure!  It  felt  Uke  a  ton  of  bricks  had  hit 
me.  I  became  really  angiy  and  frustrated— what  can  a 
hard-Uving,  tough  guy  do  when  there  is  nothing  or  no 

one  to  fight? 

I  went  to  work  the  next  day  bent  on  showmg  no 
signs  of  weakness.  Then,  someone  asked  me  about  our 
visit  to  the  doctor.  I  broke  down 
and  cried— a  big,  macho  guy  crying 
uncontrollably. 

How  immanly  of  me  to  be 
brought  down  by  this!  I  was  sup- 
posed to  be  the  father,  the  strong 
one.  Guess  what— all  the  macho 
bullshit  in  the  world  is  zero  pip- 
squeak compared  to  having  to  tell 
your  son  he  has  MLD  and  is  going  to 
live  a  Me  of  less  and  less  until  he 
dies  at  a  very  young  ^e.  For  me,  it 
was  the  end  of  dreams  that  were 
just  dawning— there  would  be  no 
raoi2  ba-^.-ball  games,  no  arriving  home 
to  be  greeted  by  a  boy  who  is  jumping 
up  and  down  and  saying  "let's  play,"  no 
more  toy  stores. 

I  ended  my  work  day  with  a  stop  at 
the  old  watering  hole;  I  got  stinking 
drunk  while  playing  the  role  of  a  tough 
guy,  but  that  only  lasted  for  a  little 
while.  Reality  set  in  at  four  or  five  the 
next  morning  when  my  son  started 
screaming  with  pain  in  his  legs.  The 
pain  in  my  heart  prevailed  over  the  pain  in  my  head, 
but  not  by  much. 

The  next  day,  I  wanted  to  go  and  get  drunk  agam, 
but  something  in  my  Neanderthal  brain  finally  said, 
"No."  I  realized  it  was  time  to  get  on  with  the  job  at 
hand— taking  care  of  my  son,  getting  him  up  in  the 
morning,  dressing  him,  feeding  him,  changing  him,  car- 
rying on  both  sides  of  our  conversations,  learning  to 
play  with  him  in  new  ways  and  putting  him  to  bed  at 
the  end  of  each  day— always  the  hardest  time  for  me. 
Ttelling  interesting  bedtime  stories  had  always  been  dif- 
ficult; now  it  seemed  almost  in\possible. 

But  along  the  way,  I  learned  to  be  a  more  caring  ^ 
father  for  both  of  my  sons.  All  those  "womanly  traits" 
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Empowering 
Individuals  to  Share 
Their  God-given  Gifts 
with  the  Community 

St.  John's  Villa,  founded  In  1948,  is  a  private,  Catholic,  non- 
profit residential  community  providing  a  caring,  loving 
environment  which  enhances  the  growth  of  each  adult 
resident  towards  self-acceptance  and  respect.  The  Villa 
integrates  a  residential  adult  population  with  mild  to  severe 
mental  retardation  with  outreach  programs  in  Carroll  County 
attempting  to  empower  individuals  to  share  their  God-given 
gifts  with  the  community.  St.  John's  Villa,  nestled  in  the  hills 
of  northeastern  Ohio,  resembles  a  small  rural  community 
and  is  located  near  the  friendly  town  of  Carrollton. 


Services 

'  Vocational  Training 
'  Speech  and  Language 

Development 
'  Physical  Education 

and  Swimming 

'  Case  Management 
Services 


i'rovided 

•  Leisure  Activities 

•  Personal  Living  Skills 

•  Social  and  Domestic 
Skill  Training 

•  Community-based 
Supportive  Employment 
and  Living 


St.  John's  Villa 


For  Information  Contact: 
Sister  Elaine  Weber,  O.S.F. 
Executive  Director 
(216)  627-9789 


Mailing  Address: 
P.O.  Box  457 
620  Roswell  Rd.  N.W. 
Carrollton,  OH  44615 
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How  Do  Yi)u  Answer  Yinip  Telephone 
H  You  Have  DifliGUlties?? 


This  Voice-Activated  Phone 
is  Your  Total 
Telephone 
Solution 


Answer  by  your  own  voict 
Totally  hands-FRKi; 
SiH".ik  from  a  (lisiaiicc 
Automaiically  hani;  up 


Clear  speaker  phone 
Dial  out  by  using  the  sip 
iind  puff 

No  special  Installation 


NowbyCaNng 
1-800-847-8887 

MwUihh  In  Itlik  k  iir  Ikiai' 


t.:masek 


^  ^      Ti;i.i:i'ii()NK  INC. 

2 1  Alipoit  BW.  W,  So.  Sm  Fnuidsco,  CA  94080 
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I  was  so  shocked  1x)  find  within  myself  have  helped  me 
1x)  survive  the  onslaught  of  emotional  and  physical 
demands  leukodystrophy  has  thrust  upon  me.  I  must 
add  that  my  older  son,  Brian,  has  benefited  greatly 
from  the  United  Leukodystrophy  Foundation's  sibling 
program.  He  has  emerged  as  a  "severely  normal"  1&- 
year-old  young  man.  I  love  him  very  much;  now,  maybe 
more  than  ever 


Fathers'  Voices  is  a  regular  feature  of  Excep- 
tional Parent  magazine.  This  column,  coordi- 
nated by  James  May,  Project  Director  of  the 
National  Father's  Network,  focmes  on  fathers' 
eocperiences  rearing  children  with  special  needs. 
Your  contributions  to  this  column  are  encouraged. 

For  more  information  about  the  National 
Fatfiers'  Network  (NFN),  or  to  receive  their  quar- 
terly newsletter,  write  or  call:  National  Fathers' 
Network,  The  Menywood  School,  16120  NE. 
Eighth  St.,  BeUeme  WA  98008,  (206)  7-if7-W04- 
fax:  (206)  747-1069.  NFN  is  funded  by  a  grant 
from  the  federal  Maternal  and  Child  Health 
Bureau  and  works  in  coUaboratian  with  National 
Center  for  Family-Centered  Care,  a  program  of 
theA'-ociationfor  the  Care  of  Children's  Health, 
Bethesda ,  MD. 


McMir  Mobiiit 


You're  looking  at  scalamobilTs  remarkable  system 
designed  to  uke  on  the  toughest  suirs.  Fully  automatic 
safety  brakes  Only  42  pounds,  It's  half  the  weight  of 
other  systems.  Folds  to  the  size  of  a  large  briefcase. 

For  more  about  scalamobill 
and  other  alber^p.'-oducts, 

call  and  find  out  what's  next.   

307  Bacon  Hoid  ■  Hougcmanl  Nonh  Caiolml  27572  •  (919)  477- 1397-  fix  (919)  477-2294 


e  size  ot  a  large  briefcase. 
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Empowering  People  with 
Disabilities  and  Their  Families 


by  Carol  H.  Rasco 

I come  to  you  to  express  my  deep  commitment,  and 
that  of  the  Administration,  to  the  empowerment  of 
people  with  disabilities  * 
Those  of  you  who  work  in  this  field— whether  as 
volunteers,  professionals  or  family  members— boost 
our  determination  and  our  capacity  to  resolve  the 
tremendous  challenges  that  remain  before  us.  Your 
dedication  and  compassion  inspires  us  to  embrace  the 
responsibility  of  meeting  them. 

As  a  parent  who  worked  exclusively  in  this  field  as  a 
volunteer  until  my  son  was  seven,  and 
who  now  works  as  a  policy-maker,  I  want 
to  tell  you  about  some  of  the  ideas  and 
individuals  that  inspire  me  in  my  daily 
work.  Although  I  will  focus  on  health 
care  reform,  our  reform  agenda  also 
extends  from  education  reform  to  wel- 
fare reform,  from  safer  sti^ets  to  safer 
transitions  to  adulthood  for  all  our  youth. 

The  White  House  Domestic  Policy 
Coimcil  coordinates  the  efforts  of  the 
Administiration,  Cabinet  secretaries  and 
other  federal  agencies  involved  with  the 

development  of  every  aspect  of  our  

nation's  domestic  policy.  As  director  of 
the  CouncC's  day-to-day  work,  I  bring  a  stirong  determi- 
nation tiiat  aU  children  shaU  be  empowered  to  develop 
to  their fuUest  potential.  To  meet  tiiis  crucial  goal,  our 
children  need  each  of  us  to  believe  in  them,  and  we  as 
parents  need  the  opportunities  to  nurture  theu  growtii. 

As  President  Clinton  recentiy  stated,  "Having  a  dis- 
ability does  not  diminish  one's  right  to  partici^  ite  in  all 
aspects  of  mainstream  society."  On  the  Domestic  Pol- 
icy Council  we  take  thai  right  very  seriously  Working 
together  in  public-private  partnerships,  we  are 
responduig  to  the  President's  call  to  "craft  poUcies  of 
inclusion,  independence  and  empowerment  thai  will 
uispire  positive  changes  in  this  country  and  in  nations 
around  the  world." 

Health  care  reform  is  an  indispensable  part  of  that 
mission.  The  President's  healtii  care  plan  is  a  dromatic 
advance  for  people  with  disabilities  and  tiieir  families. 

♦  77ii.s  article  is  a  rrvi.srd  awl  e.fpatidi-d  vnsioii  ofrrmm1<s  (leliv- 
emi  bii  Ms.  Ra.sro  to  the  Aiv  Goia'mmeiital  Affdm  Scntimr,  held 
in  Washington,  .'X',  m,  Mmvh  21,  lOM.  Nonpwjit  ami  disability 
(Ttvanizations  mnu  freely  make  copies  ofthis  artielefor  their  mem 
tiers'  information. 


Here's  why: 

•  It  guarantees  universal  cover^e  for  all  Americans, 
and  the  peace  of  mind  of  having  healtii  care  that  is 
always  there. 

•  It  outiaws  the  ciurent  insurance  practices  of  exclud- 
ing people  with  pre-existing  healtii  or  disability  condi- 
tions, or  of  jacking  up  your  rates  if  you  get  sick  or 
become  disabled. 

•  It  forbids  insurance  companies  from  picking  only  the 
lowest-risk  individuals  and  families,  and  rejecting  otiiers. 

•  It  builds  on  today's  private 
insurance  system,  which  is  pri- 
marily employer-based,  while 
making  insurance  more  afford- 
able for  the  self-employed  and 
subsidized  for  the  unemployed. 
As  a  result,  no  one  will  be  unin- 
sured, even  if  they  or  members 
of  tiieir  family  experience  a 
disability,  injui-y  or  sickness. 
•  It  offers  a  nationally  uniform 
and  comprehensive  benefit 
package — in  contrast  to  some 
of  the  other  legislative  propos- 
als—that includes  a  range  of 
preventive  services,  doctor  and  hospital  visits,  outpa- 
tient rehabilitation,  home  healtii  care,  adapted  durable 
medical  equipment  (including  orthotic  and  prosthetic 
devices  and  training  in  their  use),  mental  healtii  ser- 
vices, and  many  other  essential  services. 

Furthermore,  under  Senator  Edward  Kennedy's  pro- 
posal—now in  congressional  committee  markup— out- 
patient rehabilitation  services  would  be  available  to 
those  who  need  tiiem  to  restore  capacity  or  minimize 
limitations  as  a  result  of  illness,  injury,  "disorder  or 
otiier  health  condition."  And  to  maintain  functioning  or 
to  prevent  or  minimize  deterioration,  rehabilitation  ser- 
vices would  be  provided  tiuough  a  four-step  process- 
initial  evaluation  and  periodic  oversight  by  a  qualified 
rehabmtation  health  professional;  design  of  a  mainte- 
nance or  prevention  program;  instructions  for  the 
patient,  family  members  or  support  personnel  to  carry 
out  the  program;  and  patient  reevaluations. 
.  It  provides  a  msuor  expansion  of  long-tenn  care  cover- 
age by  adding  home-  and  commimity-based  services  for 
people  witii  severe  disabilities,  regardless  of  age  or 
income.  With  a  projected  three  million  people  witii  dis- 


Carol  Rasco  and  son  Hamp  celebrate  his 
20th  birthday.  (Photo:  Charles  Archam- 
bavlt/Archambault  Photography) 
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abilities  and  their  families  benefiting  from  this  new  pro- 
gram, this  coverage  allows  people  with  disabilities  to  live 
in  theii-  own  homes— with  their  families,  where  j^propri- 
ate— and  to  eiyoy  fidler  and  more  satisfying  Uves. 
•  It  adds  significant  civil  rights  protections  for  the 
eryoyment  of  health  care  benefits,  consimier  involve- 
ment in  the  design  of  the  new  home-  and  community- 
based  services  for  individuals  vnth  disabilities,  and 
health  care  "report  cards"  so  that  families  can  deter- 
mine the  health  plan  that  best  fits  their  needs  and 
reward  that  plan  with  their  membership. 

The  disability  rights  movement  can  play  a  critical 
role  in  this  drive  for  universal  coverage.  On  May  2nd,  I 
was  delighted  to  be  with  the  President  as  he  hosted 
125  leaders  of  the  disability  community  in  a  tremen- 
dously enthusiastic  rally  for  healtli  care  reform.  As  the 
President  emphasized:  "This  is  a  battle  that  you  may  be 
able  to  lead  for  the  rest  of  America. . .  And  so  I  ask  you: 
Be  an  agent  of  change,  an  agent  of  empowerment. 
Never  forget  that  you  are  carrying  on  your  shoulders 
not  only  your  cause,  but  ours  as  well.  You  can  break 
through  to  those  members  of  Congress.  You  can  do  it." 
FYom  the  White  House,  these  leaders  were  joined  by 
about  a  thousand  others  who  marched  across  the 
Memorial  Bridge  to  rally  at  the  Lincoln  Memorial;  then, 
on  to  lobby  on  Capital  Hill. 

Now  is  the  time  to  guarantee  health  security  for  our- 
selves, for  our  children  and  for  the  generations  to 
come.  Without  secure  health  coverage,  too  many  of  us 
are  not  free  to  change  jobs,  move  to  a  different  loca- 
tion or  venture  from  disability  rolls  to  payrolls.  Without 
that  security,  employers  may  be  reluctant  to  hire  a  per- 
son with  a  disability  or  a  person  with  a  family  member 
who  has  a  disability. 

These  basic  principles  unite  us.  But  it  is  our  com- 
mon love  for  our  families  that  propels  us  to  act. 

Early  in  my  son's  life,  a  physical  therapist  who  had 
dedicated  her  long  career  to  helping  young  children 
with  disabilities  shared  with  me  the  words  of  essayist 
and  poet  Joseph  Addison:  "Everyone  must  have  some- 
thing to  do,  someone  to  love,  something  to  hope  for." 

I  am  constantly  reminded  of  those  words,  not  only 
for  my  son,  Hamp,  but  for  all  the  people  with  whom 
I've  worked.  In  our  quest  to  empower  people,  we  must 
strive  to  fulfill  these  ends  at  each  stage  in  life.  In  this 
process,  we  have  myriad  questions  to  ask  and  actions 
to  take. 

What  do  persons  with  disabilities  have  to  do?  For  a 
young  child,  is  a  preschool  program  or  other  early  inter- 
vention available?  For  a  school-age  child,  is  school  rele- 
vant, safe  and  effective?  Are  our  schools  ajid 
transitional  progi-ams  teaching  both  how  to  make  a  liv- 
ing and  how  to  live?  And,  foi-  adults,  is  tliero  a  job,  day 
activity  or  voluntary  service  tliat  satisfies  aj^d  excites? 
As  President  Clmtoti  said  in  Memphis  last  November 
"I  do  not  believe  we  can  repair  the  basic  fabric  of  soci- 
ety imtil  people  who  are  willing  to  work  have  work. 


Work  organizes  life.  It  gives  structure  and  discipline  to 
life.  It  gives  meaning  and  self-esteem  to  people  who  are 
parents.  It  gives  a  role  model  to  children. . .  We  cannot, 
I  submit  to  you,  repair  the  American  community  and 
restore  the  American  family  until  we  provide  the  struc- 
ture, the  value,  the  discipline  and  the  reward  that  work 
gives."  Those  powerful  thoughts  are  particularly  apt  for 
our  citizens  with  disabilities  who,  too  often,  experience 
high  rates  of  unemployment  and  underemployment. 

What  do  persons  with  disabilities  have  to  hope  for? 
And  what  do  we  who  love  them  have  to  hope  for? 
Linda  Charlton,  the  mother  of  a  two-year-old  daughter 
vnth  Down  syndrome,  recently  described  her  goals  for 
her  Katie  before  a  superb  and  productive  meeting  of 
the  President's  Committee  on  Mental  Retardation: 

"First,  we  want  her  to  feel  loved. . .  to  give  her  a  sense  of 
high  self-esteem  so  that  she  can  experience  life  with 
confidence.  She  is  a  very  social  child  and  while  I  think  she 
has  the  capacity  to  niake  many  friends,  I  wonder  how  other 
children  will  accept  her.  We  envision  her  attending  public 
schools,  at  least  for  the  most  part,  and  one  day  we  hope  to 
see  her  graduate  from  high  school.  There's  even  a  part  of  us 
that  hopes  she'U  continue  her  education  after  that. . .  I  won- 
der if  she'U  ever  get  married. . .  if  she  doesn't,  I  hope  at  least 
she  has  a  companion  to  er\joy  life  with.  And  if  we  could, 
we'd  like  to  see  her  remain  as  happy  as  she  is  today. . .  Our 
Katie — who  loves  people,  music,  dogs,  rain,  sunshine, 
swings,  cookies,  apricots,  baths  and  the  color  red." 

These  are  dreajus  and  feelings  to  which  any  parent 
can  relate.  Many  of  them  were  fulfilled  for  me  when 
my  son  was  asked  last  year  by  the  members  of  his  liigh 
school  graduating  class  to  give  one  of  the  commence- 
ment addresses.  I  will  never  forget  that  moment,  nor 
will  Hamp.  Here  was  the  young  man  whom  we  were 
once  told  would  not  survive  or  if  he  passed  the  hurdle 
of  his  first  days,  would  have  to  be  institutionalized.  But 
Hamp  defied  those  predictions,  living  at  home  and 
attending  school  vnth  his  non-disabled  peers.  This  is 
the  speech  that  he  wrote,  on  his  own,  politely  declining 
his  mother's  offer  of  help.  Hamp  said  that  this  was  his 
speech  to  give: 

"Hello,  my  name  is  Hamp  Rasco.  I  am  pleased  to  share 
with  you  what  attending  Hall  High  has  meant  to  me. 

"I  eryoyed  the  pep  assemblies  and  the  band.  1  ei\joycd 
talking  with  friends  in  tlie  cafeteria  and  going  out  into  the 
community  with  my  CBI  class. 

"After  graduation  I  plan  to  find  a  job  in  the  community 
where  my  social  skills  can  be  put  to  use.  This  is  important 
to  me  because  I  want  to  make  new  friends  with  all  kinds 
of  pi-opie. 

"I  would  like  to  encourage  other  students  with  special 
needs  to  never  give  up.  woi-k  hard  to  do  a  good  job  and  be 
proud  and  ha{)py  about  what  you  do  at  school. 

"I  want  to  thank  Dr.  Anderson  and  tiie  vice  principals 
for  their  support  of  my  prognmi.  I  want  to  tell  Ms.  Chap- 
man and  Mr  Smith  how  much  I  appreciate  all  the  work 
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HALF  A 

UFTIS 

SIU 

BEfllR 

1HAN 

WHOLE. 


With  maximum  passenger  seat 
maneuverability,  a  new  easy 
off/on  ground  hugging  plat- 
form, plus  reliable  all-electric 
operation. 

The  Crow  River  Industries  VAN- 
GATER™  fold-in-half  lift  is  a  timeless 
classic.  When  folded  it  offers  half  a 
doorway  of  usable  space  for  easy 
loading/unloading,  more  usable  in- 
terior space,  a  clearer  side  view,  and 
allows  the  front  passenger  seat  to  be 
almost  fully  reclined  for  maximum 
comfort.  But  we  can't  seem  to  stop 
.  trying  to  improve  on  perfection. 

All-electric  reliability. 

The  enclosed  non-hydraulic,  all- 
electric  operating  mechanism  is 
cleaner  and  quieter  than  hydraulic 
lifts,  especially  in  extreme  tempera- 
tures. (There's  also  no  leakage  or 
unpleasant  odor.)  And  our  new 
auxiliary  electric  override  provides 
emergency  electrical  lift  power — not 
to  mention  peace  of  mind — when 
you  need  it  most. 

A  flatter  platform. 

We've  made  getting  on  and  off  the 
VANGATER^^easier  than  ever  with  a 
new  flatter  platform  that  sacrifices 
nothing  in  ruggedness  and  reliability. 
And  you'll  find  the  improved  side 
entry  option  and  exit  access  great  in 
tight  parking  situations! 

RAPID  RESPONSE  LINE: 

For  more  information  anti  the  name 
of  vour  closest  dealer  call  today: 
1-800-488-7688 


CROW  RIVER 


14800  28th  Avenue  North 
V  Minneapolis,  MN  55447  (U.S.A.) 
,    (In  Minnesota,  612-559-1680) 


Circle  #14 


Industries  Incorporated 


Private,  501(c)(3) 
Nonprofit  Community 


"THEIR  COMMUNTTV  ...  WITH 
OUR  HELP"  Residential,  day,  and 
evening  pr'igrams  and  services  for 
adults  with  developmental  disabilities. 

•  Paid  Vocational  Training 

•  Visual  and  Performing  Arts 

•  Daily  Living/I.ife  Skills 

•  Therapeutic  Recreation 

•  Case  Management 

•  Health  Ser\'ices 

•  Off-Campus  Acti\'ities 

•  125-Acre  Wcxxled  Environment 

Annandale  at  Suwanee,  Inc. 

3500  Annandale  Lane 
Suwanee,  GA  30174 
(404)  945-83«l 


33nlYear 


A  VERY  SPECIAL  CAMP  FOR 
SPECLVL  NEEDS  CAMPERS. 

A  co-ed  residential  camp  for  the: 

•  Learning  Disabled,  Al^D. 
•Neurologically  Impaired. 

•  Mild-Moderate  MR. 

Located  in  l->eautiful  High  Falls  in  the 
Catskill  Mts.  of  NY  state. 
2,  4,  8  wk.  .sessions.  Highly  qualified 
staff.  33rd  year.  Free  brochure. 

Contact:  Bruria  K.  Falik,  Ph.D. 
Camp  Huntington 

56  Bruceville  Road 
High  Falls,  NY  12440 
(914)  687-7840 


THE  DUVALL  HOME,  EST.  1945.  A 

private,  nonprofit  residential  facil- 
ity prov  iding  a  warm,  loving  atmos- 
phere for  ambulatory  and  non- 
ambulatory people  with  mental  retar- 
dation of  all  ages: 
•24-hour  nursing  care. 

•  Lovely  24-acre  rural  campus. 

•  Recreational  and  training  activities. 
•Respite  care  available. 

The  Duvall  Home 

Pre.sl>yterian  Special  Serx  ices,  Inc. 
3395  Grand  Avenue,  P.O.  Box  220036 
Glenwood,  FL  32722 
(904)  734-2874 
(800)  358-0450 


"MAXIMIZING  INDIVIDUAL 
POTENTIAL" 

•  Commimity-ba.sed,  positive  learn- 
ing enx  ironment  for  difficult-to-place 
children,  adolescents  and  young 
adults  with  MR.  auti.sm,  communica- 
tion di.sordcrs.  challenging  behav- 
iors, and  developmental  di.sabililies. 

•  1 2-ni().  day,'residential  prcigrams. 

•  10  miles  west  of  Bostcin. 

C^mtacl:  \dini.s.si()ns  Director 
The  Learning  Center 

'tl  1  Waverley  Oaks  Road 
Waltham.  MA  02154 
(()I7)  893-(i()00 
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they  have  done  on  my  behalf  and  for  all  students  with 
special  needs.  And  I  also  thank  Ms.  Yates.  And,  finally,  I 
especially  want  to  thank  my  parents  for  believing  in  me 
and  always  encouraging  me  to  be  all  that  I  can  be.  I  really 
hate  to  leave  all  my  friends  at  Hall,  but  I  must  move  on. 
"Thank  you.  Good  everung." 

Like  Hamp,  we  must  all  move  on.  Great  challenges 
lie  ahead,  indeed.  And  as  you  well  know,  they  are  not 
limited  to  health  care  reform.  From  the  White  House 
to  your  house,  we  must  work  together  We  need  to 
reassure  the  countless  yoimg  people  like  Hamp  across 
this  coimtry  that  they  will  always  have  health  insur- 
ance, that  they  can  have  jobs  and  that  they  are  an 
essential  part  of  life  in  our  coiTununities.  For  surely,  to 
be  whole  and  part  of  whole  communities,  people 
deserve  something  to  do,  someone  to  love  and  some- 
thing to  hope  for 

The  leaders  of  the  disability  community  are  cam- 
paigning to  achieve  these  goals  and  objectives.  I  sin- 
cerely want  to  thank  all  those  leaders,  including  Paul 
Marchand  and  the  rest  of  Arc's  Goverrunent  Relations 
staff,  for  their  hard  work  in  fighting  to  bring  health 
security  to  every  American.  In  addition,  I  commend 
the  100  sister  organizations  imited  in  the  Consortium 
for  Citizens  with  Disabilities  for  their  steadfast  sup- 
port. Now,  we  must  intensify  those  efforts.  We  must 
each  tell  our  personal  stories  so  that  members  of  Con- 
gress have  before  them  the  human  faces  of  health 
care  reform.  We  need  each  of  you  to  help  seize  this 
moment  of  opportunity  to  guarantee  piivate  insur- 
ance for  all  our  citizens — coverage  timt  offers  choice, 
comjrrekensive  tenets  and  freedom  from  unfair 
and  exclusionary  insurance  practices. 

I  believe  that  a  new  day  has  dawned  for  America's 
citizens  with  disabilities  and  for  all  our  people.  We 
won't  always  succeed  and  we  won't  always  be  able  to 
do  everything  that  we  want.  But  with  your  energy  and 
resolve,  we  can  have  health  security  now.  And  I  can 
promise  you  this:  we  will  never  relent  in  our  effort  to 
give  every  person  a  chance  to  develop — fully. 
Because,  at  the  end  of  Bill  Clinton's  second  term,  at 
the  start  of  the  third  millennium,  I  want  to  be  able  to 
say  to  Hamp  Rasco  and  Mary-Margaret  Rasco  and  to 
all  of  America,  with  a  clear  conscience  and  full 
heart — "We  did  our  best."  And  for  all  our  children's 
sakes,  I  want  each  of  us  to  be  able  to  look  at  one 
another  and  say — "We  did  our  best." 


Carol  H.  Rasro  is  the  Assistant 
to  the  President  for  Domestic 
Policy,  hi  this  capacity,  she  is 
President  Clinton's  chief  ilomestic 
policy  adnisrr,  coordinating  the 
st^ff  of  the  Wliitc  House  Domestic 
Policy  Council.  She  is  the  mother 
of  Mary-Margaret  Rasco  and 
Hamp  Rasco. 
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Augmentative  and  Alternative 
Communication  Devices 


The  AlphaTalker":  manufactured  by 
Prentke  Romich  Co.,  Wooster,  OH 


This  article  will  offer  tips  for  parents 
about  the  purchase  of  highly-special- 
ized augmentative  and  alternative  com 
munication  (AAC)  devices — self-con- 
tained units  designed  to  meet  the 
communication  needs  of 
children  and  adults  who  are 
unable  to  communicate 
through  speech.  This  article 
will  not  discuss  the  use  of 
general-purpose  personal 
computers  with  accessories 
such  as  voice  synthesizers 
and/or  specialized  software, 
even  though  such  equipment  can  be  very 
helpful  in  meeting  the  communication 
needs  of  some  children. 

Before  you  buy... 

Parents  should  consider  a  number  of  fac- 
tors when  consideririg  the  purchase  of  an 
AAC  device: 

•  Team  recommendations — AAC  equip- 
ment choices  for  a  child  should  be  based 
on  a  comprehensive  evaluation  by  an  ex- 
perienced clinical  team,  usually 
including  a  speech-languE^e 
pathologist,  occupational  thera- 
pist and  physical  therapist.  This 
evaluation  also  should  include 
the  input  of  parents,  classroom 
teachers  and  other  profession^ 
als.  Evaluations  normally  in- 
clude an  assessment  of  commu- 
nication skills,  physical 
abilities,  intellectual  abilities,  and  visual 
and  auditory  fimctioning.  It  also  should 
consider  the  settings  in  which  the  device 
will  be  used.  The  child's  abilities  to  use  dif- 
ferent devices  can  also  be  assessed  at  this 
time. 

Parents  and  the  team  can  determine  the 
best  ways  for  the  child  to  access  an  AAC 
device.  A  child  may  operate  an  AAC  de- 
vice with  a  standard  or  adapted  keyboard, 
visual  or  auditory  scanning,  standard  or 
sip-and-puff  switch,  touch-screen  or  joy- 
stick. Agair..,  the  team  should  consider 
both  the  child's  current  and  future  needs. 

Parents  and  the  team  also  c-aii  c-onsidei- 
whether  a  "low-tec  h"  system  like  a  picture 
and/or  alphabet  communication  board 
might  work  bettor  for  a  child  in  some  or 
all  situations. 


The  DynavoxT  manufactured  by 
Sentient  Systems  Technology, 
Inc.,  Pittsburgh,  PA  


•  Expandability— A  child's  language 
abilities  and  educational  and  social  needs 
will  probably  change  over  time.  An  AAC 
device  should  have  the  potential  to  meet 
the  child's  needs  for  the  next  few  years. 

"Expandability"  refers  to  the 
ease  of  adapting  the  device 
to  the  child's  growing  com- 
munications skills. 
•  Communication  output — 
Most  children  will  want  to 
communicate  using  both 
speech  and  print.  Find  out 
about  the  ease  with  which 
an  AAC  device  can  provide  both  speech 
and  print,  and  evaluate  the  quality  of  each 
type  of  output. 

Some  AAC  devices  can  be  used  to  oper- 
ate personal  computers.  Ask  about  this  ca- 
pability and  find  out  whether  additional 
equipment  is  required. 
•  Ease  of  operation — It  is  important  to 
find  out  how  the  device  is  programmed. 
"Programming"  refers  to  customizing  a  de- 
vice so  it  contains  the  vocabulary  a  spe- 
cific child  needs  for  communi- 
cation. The  device  should  be 
easy  for  key  adults  to  pro- 
gram. 

Although  a  device  may  look 
easy  to  operate,  be  sure  to  talk 
with  other  users  of  the  prod- 
uct— ^both  parents  and  chil- 
dren— to  find  out  about  their 
experiences.  Other  users  can 
discuss  the  device's  reliability,  ease  of 
"troubleshooting"  when  problems  arise 
and  vendor/manufacturer  ability  to  repair 
the  device  quickly. 

•  Portability— Find  out  if  the  system  is 
portable  and  how  easily  it  can  be  posi- 
tioned in  reference  to  the  user.  For  a  child 
who  uses  a  wheelchair,  find  out  about  the 
ease  of  mounting  the  device  on  the 
chair — as  well  as  removing  it  for  those 
times  when  the  child  sits  elsewhere.  Some 
devices  are  heavy,  10  pounds  or  more,  but 
will  need  to  be  transported  with  the  child. 

•  Trial  period— Find  out  if  t  here  are  a 
variety  of  similarly  appropriate  devices 
from  different  manufacturers.  Whenever 
possible,  have  your  child  try  each  device 
at  home,  at  school  and  in  other  environ- 
ments where  the  device  will  be  used. 


Manufacturers 
of  AAC  Devices 

AblsNet 

1081  10th  Ave,  SE 
Minneapolis,  MN  55414-1312 
(800)  322-0956 
(612)  379-9143  (FAX) 

ACS  Technologies 

1400LeeDr,Ste3 
Coraopoils,  PA  15108-1205 
(412)264-2288 
(412)  269-6675  (FAX) 

Adaptech 

ISU  Research  Park 
2501  N  Loop  Dr 
Ames,  lA  50010 
(800)  723-2783 
(515)  296-9910  (FAX) 

Adaptive  Innovations 

68  Hale  Rd 
EWalpole,  MA  02032 
(508)  660-2635 
(508)  668-41 34  (FAX) 

AIKalashian 

3234  S  Villa  Cir 
WAlliS,WI  53227 
(414)327-4051 

Baylor  Bionwdical  Services 

2625  Elm  St,  Ste102 
Dallas,  "re  75226 
(800)365-1890 

Canon  USA 

One  Canon  Plaza 

Lake  Success,  NY  11 042 

(516)488-6700 

CP  Research  Foundation 
of  Kansas 

2021  N  Old  Manor 
Wichita,  KS  67208 
(316)688-1888 
(31 6)  688-5687  (FAX) 

Crestwood 

6625  N  Sidney  PI 

Milwaukee,  v;i  53209-3259 

(414)352-5678 

(41 4)  352-5679  (FAX) 

Don  Johnston 

1000  N  Rand  Rd,Bldg  115 
Wauconda,  IL  60084-0639 
(800)  999-4660 
(708)  526-41 77  (FAX) 

tkaq  Electronics 

PO  Box  46199  Station 'D' 
Vancouver,  BCV6J5G5 
Canada 

(604)  273-4358 


ERIC 


447 


JUNE  1994/ EXCEPTIOHAl  PARENT   ♦  51 


Mamfactmn  «f  AAC  Devices,  continued 

FKeep 

Mayer-Johnson 

TeciinoGenesis 

22501  Mt  Eden  Rd 

PO  Box  1579 

PO  Box  11 976 

Saratoga,  CA  95070 

Solana  Beach,  CA  92075-1 579 

Prescott,AZ  86304 

(408)  248-2579 

(619)481-2489 

(602)  778-5611 

Imaginart  Communlcathm 

(619)  550-0449  (FAX) 

Products 

Mount  Sinai  Medical  Center 

Therapeutic  Toys 

307  Arizona  St 

Patient  Representative  Oept 

PO  Box  418 

Bisbee,  AZ  85603 

1  Gustavo  L  Levy  PI 

MO0dus,CT  06469-041 8 

(800)828-1376 

New  York,  NY  10029 

(800)  638-0676 

(602)  432-5134  (FAX) 

(212)241-6920 

See  ad  on  p.  36 

(21 2)  996-2230  (FAX) 

TIGER  Communication 

Innocomp  Innovative 

Pitts  Corporation 

Systems 

Computer  Applications 

4260  N  650  E 

155EBroad!5t,Ste325 

26210  Emery  Rd.Ste  302 

Provo,UT  84604 

Rochester,  NY  14604-1722 

Warrensvllle  Heights.  OH  44128 

(801)  225-6441 

(800)  724-7301 

Prenti(e  Romlcii  Company 

1022HeylRd 

r71C\  At^A  QCQ1  /CAV\ 

(/ID)  404-ODOI  (rAAj 

Intax  Micro  Systems 

Wooster,  OH  44691 

Toys  i=or  Special  Children 

PO  Box  12310 

(800)262-1984 

385  Wart)urton  Ave 

Birmingham,  MI  4801 2 

(216)  263-4829  (FAX) 

Hasiings-On-Hudson,  NY  10706 

(313)540-7601 

Sentient  Systems 

(8rX))  832-8697 

InvoTek 

2100WhartonSt,Ste630 

700  W20thSt— £NRC 

Pittstxjrgh,  PA  15203 

Words-t- 

Fayetteville,  AR  72701 

(412)682-0144 

43700  17th  St  W,Ste  202 

(501)  575-7659 

(412)682-0241  (FAX) 

Lancaster,  CA  93584 

(501)  575-7446  (FAX) 

see  ad  on  p.  3 

(800)  869-8521 

Luminaud 

Tash 

8688  Tyler  Blvd 

91  Station  St 

Zygo  Industries 

Mentor,  OH  44060 

Ajax,  0NL1S3H2 

PO  Box  1008 

(216)255-9082 

CANADA 

Portland,  OR  97207-1 008 

(216)  255-2250  (FAX) 

(905)686-4129 

(800)  234-6006 

At  Devereux... 

a  helping  hand  is  just  a  phone  call  away 

1-800-345-1292 


In  a  nationwide  network,  Devereux 
provides  services  to  individuals  of  all 
ages  who  have  a  wide  range  of 
emotional  disorders  and/or 
developmental  disabilities. 

Devereux  services  Include: 

•  residential  treatment  centers 

•  community-based  group  homes 

•  day  treatment  programs 

•  transitional  living 

•  acute  and  partial  hospitalization 

•  foster  care  homes 

•  family  counseling  and  therapy 

•  in-home  services 

•  aftercare  programs 


Devereux 

Since  1912 


Some  manufacturers  offer  trial  or 
rental  periods;  in  some  areas,  there 
are  equipment  loan  programs.  Some 
manufacturers  offer  informative 
videotapes  that  show  individuals 
with  disabilities  demonstrating  the 
equipment's  potential.  Manufactur- 
ers can  also  put  parents  in  touch 
with  other  users  of  the  devices. 
•  Vendor  support — AAC  devices 
are  usually  purchased  from  a  local 
vendor  who  represents  a  manufac- 
turer. Find  out  if  the  vendor  will: 

1)  come  to  your  home  and/or  child's 
school  to  assist  in  initial  set-up; 

2)  come  to  your  home  and/or  child's 
school  to  provide  "hands-on"  train- 
ing; 3)  provide  additional  training 
aids  to  help  children  and  parents 
learn  at  their  own  pace  and  conve- 
nience; and  4)  assist  with  problems 
or  repairs. 

Find  out  from  the  vendor,  and 
other  customers,  whether  the  manu- 
facturer will  provide  toll-free,  around- 
the-clock  telephone  support  for  ques- 
tions and  problems;  repairs  virithin  a 
reasonable  time  frame;  and  a  clear, 
understandable  warranty  virith  avail- 
able extended  coverage. 

Meet  Other  AAC  Users 

To  make  contact  with  consumere 
who  rely  on  AAC,  their  family  mem- 
bers and  friends,  contact:  Hear  Our 
Voices,  55-301  Hanover  Circle 
South,  Birmingham,  AL  35205,  (205) 
930-9025,  (205)  934-9459  fax. 
Professionals  may  be  interested  in 
the  International  Society  for 
Augmentative  and  Alternative 
Communication  (ISAAC),  P.O.  Box 
1762,  Station  R,  Toronto,  Ontario, 
M4G  4A3  Canada,  (905)  737-9308, 
(905)  737-0624,  fax. 

Thanks  to  the  following  for  their  contri- 
butions to  this  article: 

Dick  Bi.sscggri;  I'lexidcnt,  TcrhmiGciicsis, 

Inc..  I'ir.tcott.  AZ 
Joan  liniiio.  Ph.D.,  CCC-SW.  Maimycr. 

Aunmcnlalivp  Commuuicalioti, 

('It  ildmi  '.s  Siwcialixod  Hoxpilal, 

Mouiilaiiisido, 
Shamv  Glcitiieii.  Ph.D..  CCC-SW.  Dim  lcir 

of  As.sislice  Trchnoloqy.  Kcnurdy  Krici/cr 

ItLsliliilr.  li(dlitnoir.  MD 
Kalhicni  II.  Miller.  Ph.D..  Partner. 

( 'on.siilta  Ills  far  ( 'oiii  in  ii  ii  icn  I  ion 

Technology.  PilLshiiiyh.  PA 
llurni  Roniich.  P.K.,  Prcxiilciil.  Pivntkc 

Roiiiich  Coniixiii)/.  Wiio.'ilcr,  Oil 
Ken  .Salian,  Ph.D..  Maitetiiig  Manatier. 

Sentient  .Si/steinii  Technoliijiji.  Inc.. 

Pitt.sliiiiyh.  PA 
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continued  from  page  15 

/  am  concerned  less  about  the  academic  pivblems  of  these 
children  than  their  "social  and  etnotional  needs," as  P.A.D. 
ivrites.  No  child  benefits  in  a  settiiig  ivliere  he  or  she  fails. 
Even  children  ivith  severe  disabilities  usually  knoic  when 
they  caji't  perfoim  as  otheis  do;  it  generally  pains  them. 

S.M.  repoils  "no  interest  in  how  many  givduate^  are 
employed  or  in  post -secondary  pivgrams."  However,  a  job 
is  an  essetitial  part  of  inclusion  in  society.  I  amfoilunate 
to  work  in  a  pwgimn  uiiich  assists  hundreds  ofpeisons 
xoith  disabilities  to  find  jobs  each  year  Their  response  to 
being  employed  cannot  be  understated.  It  biings  great  selj'- 
woiih,  dignity  and  independence.  Education  should  seek, 
wherever  appropriate,  to  lead  to  gtvater  employment. 

S.M.  asks  good  questions  about  comparable  data.  Tfie 
study  I  cited  did  not  measure  thefaihne  rate  of  students 
without  disabililies.  It  did  include  some  related  compar- 
isons, however.  The  grade  point  average  for  childien  with- 
out disabilities  is  significantly  higher  than  for  children 
with  disabilities  in  the  same  school  setting  (regidar 
classes).  Children  with  disab  ilities  also  drop  out  of  school 
at  significantly  higher  rates. 

Tivo  out  of  three  high  school  students  with  learning  dis- 
abiiities  failed  at  least  one  course,  more  frequently  in 
their  ficshman  and  sophomore  years;  their  dmpout  rate's 
then  accelerated.  My  point  in  reporting  this  data  was  to 
show  that  current  efforts  are  inadequate— no  one  can  wish 
to  suppoii  a  system  where  two  out  of  three  children  eocpe- 
7ietwe  failure. 

S.M.  uses  the  term  "segregated"  schools,  which  is  why  I 
wanted  to  "shake  that  foundation"  a  bit.  It  is  overly  simple 
to  suggest  that  all  special  ( read  segregated)  schools  are  bad 
and  all  integrated  pmgrams  are  good.  It  is  possible  to  offer 
evcellent  programs  or  awful  ones  in  either  setting.  I  am 
not  recommending  a  return  to  special  schooling;  in  fact, 
only  si.v  to  eight  petvent  of  all  children  with  disabilities 
are  in  such  settings.  Rather,  I  suggested  looking  at  sue 
ce-ssfui  special  programs  to  see  lolmt  we  can  learn  in  order 
to  help  the  nine  out  of  ten  children  in  legidar  school-based 
pivgrams  succeed.  Inclusion  models  can  be  successful,  and 
we  need  to  demonstrate  that  by  carefully  constnicting  and 
evaluating  them. 

To  answer  S.M.'s  question  about  college  attendance,  col- 
lege education  does,  in  fact,  correlate  with  successful 
acceptance  into  the  community  because  it  is  correlated 
positively  with  employment,  higlier  salaries  and  general 
indeperidence.  It  is  a  good  outcome  measure,  where  appiv- 
priate  to  a  given  student's  abilities. 

Finally,  I  have  also  received  personal  responses  to  my 
editorial  which  presented  additional  vie>vs.  In  one,  a 
father  c.rpressed  concent  that  his  school  district  is  chang- 
ing policy  towar-d  inclusion  icithout  considering  the  indi- 
vidual needs  of  each  child  ordemonstrvting  its  value.  Tfie 
other,  from  one  of  the  nation's  leading  educators,  r.rpresses 
support  for  the  effort  to  move  alicad  with  inclusion.  He 
asked  to  repmduce  the  editorial's  closing  admonition — 
"Mo.st  importantly,  neither }Hirents  nor pwj'essionals 
should  accept  rhetoric  in  place  of  data." 
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LIVING  AND  LEARNING 
IN  THE  COMMUNITY 

With  its  unique  nuxlel,  The  E\'erf,Teen  Center  has  a  history-  of  successfully 
transitioning  students  to  less  intensive  community  settings. 

Ever(;reen  students  live  in  actual  community  settings  traveling  to  and  from 
schiHil  each  day  through  the  Slackstone  Valley  (MA)  countryside.  With 
trained  professionals,  they  leam  basic  skills  in  the  classriKim,  in  the 
community  and  in  their  residence. 

Students  recei\'e  vix:ational  training  and  experience  real  work  opportuni- 
ties. Students  are  supp<,irted  with  behavior  development  programs,  medical 
and  family  ser\-ices,  and  physical,  speech,  or  occupational  therapy. 

Our  Students'  Challenges 

•  Autism  *  Hearing/Sight  Impaimient 

•  Mental  Retardation  *  Severe  Maladaptive  Behavior 

•  Physical  Dis;ihilit>- 

Tlie  Evergreen  Center  is  a  licensed,  pri\  ate,  non-profit  residential  schwil 
offering  students  and  their  families  from  across  the  country  and  abroad 
residential  programming  12  months  a  year.  For  more  information  call  or 
write  Robert  F.  Littleton,  Jr.,  Executive  Director. 


EVERGREEN  CENTER 

.H5  Fortune  Blvd.,  Miltbrd,  M;wsachusettsOl757 
1-508-478-5597 
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SS'ACCESS!  Single  Switch  Interface  & 
DINO-GAMES  Scanning  Software 
Available  NOW  from 

Academic  Software,  Inc. 

Call  for  free  Catalog  800-842-2357 
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DISABILITY-RELATED 
ELECTRONIC  BULLETIN 
BOARDS,  continued  from  page  44 

VIBUG  BBS  (Visuaily  Impaireti/Blintl 
Users  GnHip) 

(617)  767-2909,  up  to  14,400  bps 
Emphasis  on  visual  impairments:  con- 
ferences for  parents:  Fidonet:  files  for 
downloading. 

MICHIGAN 

Blind  Ambition  BBS 

(313)651-4009,  up  to  2,400  bps 
Sponsored  6y  Leader  Dogs  for  the  Blind, 
ftachester  Hills  Ml:  empttasis  on  visual 
impainn&its:  message  areas  filesfpro- 
grams  for  blind  users  for  downloading. 

MINNESOTA 

Blind  Services  BBS 

(612)642-0483,  up  to  2.400  bps 
Sponsored  by  Minnesota  Services  for 
the  Blind:  some  empttasis  on  visual 
impairments:  Fidonet:  message  areas 
files  for  downloading 

Disability  Resources  Affiliates  & 
Groups  Netwoi1(  (DRAGNET] 

(612)753-1943,  up  to  14,400  bps 

(612)  827-2294  (voice/TTY) 

Wide  range  of  disabilities:  tree  access, 


user  guide  available  for  suggested  $S 
donation:  Internet  Fidonet  ADAnet:  con- 
ferences for  parents,  will  put  other 
groups '  nevKletters  online  for  tree:  many 
non-local  callers:  files  for  domloacSng. 

Special  Needs  Network  BBS 

(612)866-7371, 

up  to  14,400  bps 
(612)  866-7380  (FAX) 
Genera/  disabilities:  Intemet  e- 
mail/newsgroups:  inter-user  chats:  file 
areas  for  organizations  to  place  their 
nevisletters:  message  areas  files  for 
downloading. 

Point  of  View 

(816)254-9116, 

up  to  9,600  bps 
General  disabilities,  some  emphasis  on 
visual/hearing  impairments:  local 
issues:  message  areas  files  for  down- 
loading 

SSMAHTBBS 

(314)781-6397, 

up  to  9,600  bps 
(314)  768-5312  (voice) 
Forums  on  tirain  injurKS,  stroke,  spinal  crxd 
inpries,  ottwr  disabilities:  fonim  for  parents: 
local  issues,  l-lesfordoivnloading. 


NEWJaSEY 

Disabilities  Electronic  Networlc 
(DEN) 

(201)342-3273,  up  to  14,400  bps 
(201)  342-6984  (voice) 
Wide  range  of  disabilities:  Fidonet 
ADAnet:  message  areas  on  specific  dis- 
abilities, message  area  for  parents,  files 
for  downloading 

NJWYQRK 
Access  BBS 

(518)  885-4192,  up  to  16,800  bps 
General  disabilities:  Intemet  e-mail, 
Fidonet  ADAnet,  AEGIS  (AIDS  Educa- 
tion General  Information  Sen/ice):  files 
specific  to  children  with  disabilities, 
resource  info,  local  conferences  files 
for  downloading 

OHIO 

Disabled  Individuals  Movement  for 
Equality  Network  PMENET] . 

(51 3)  439-0557,  up  to  14,400  bps 
(51 3)  237-8360  (voice) 
See  DIMENET/Massachusetts. 

OKLAHOMA 

Disabled  Individuals  Movement  for 
Equality  Network  (DIMENET) 

(91 8)  582-3622,  up  to  1 4,400  bps 
(513)  237-8360  (voice) 
See  DIMENET/Massachusetts 


ACCESSHOWER  +  ADJUSTEASE  =  CIEANINC  SOLUTION 

irS  so  EASY,  IT'S  CI$|L9'S  PLAY! 


Sote,  wel  fun  in  (he  shcwQi  on6 
baih— ond  it  goes  to  the  beoch 
Of  pod,  too! 

AdjuitEoM  Wothchair't  your 
sensible  buck-  ond  bock-sover! 


An  AccessAble,  successful  bolfitub  repkicefneni! 
Good'boking  ond  borrier-tiec.  AcCMlhowtr'i 
on  eosy  to  do  1  -doy,  nopJumber  pfojecil 
ll's  0  sole  invesimeni— 70U  con  even  loke  il  with 
yon  when  you  mo/e' 


tHlLD'S  A^/USTUUI'*'  MMSf^CftAf Kf 

oukkoiiNi^  rMMltir  ojui-eoi  srsm 

FOR  ONLY  $59*991  (ngularfy  $89,991) 


Acce,ssAble 

")      VERY  BODY! 

-j  Sim 

vfs.  WE  CAM  tiu  J»  ruLV)  nutcnAUi  >«ouOH  lOCAi  DCAiEisi  JUST  cAu  us  ma' 
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OREGON 

TlieDlsAbiiityBBS 

(503)  777-6561 ,  up  to  1 4,400  bps 
General  disabilities:  42  conference/ message 
areas— LD,  ADD  areas  recommended  for  par- 
ents: Fidonet  ADAnet:  files  for  downloading. 

PENNSYLVANIA 

Sounding  Board  BBS 

(41 2)  621 -4604,  up  to  14,400  bps 
Emphasis  on  deaf-blind  visual/hearing  impair- 
ments; conferences  for  specific  disabilities: 
Fidonet;  files  for  downloading 

TEXAS 
(»»0  Online 

(214)647-5739,  up  to  2,400  bps 
Emphasis  on  assistive  technology,  education: 
BBS  mostly  accessible  for  persons  using  assis- 
tive technology:  message  areas  files  for  down- 
loading. 

MterotalkBBS 

(903)832-3722,  up  to  2,400  bps 

General  disabilities,  local  issues,  message  areas, 

files  for  downloading. 

Yeltow  Dream  Macliine 

(51 2)  451 -3222,  up  to  2,400  bps 
Emphasis  on  disability  rights,  advocacy;  files 
addressing  living  with  a  disability:  most  users 
are  young  adults  wiO) 
disabilities. 

VIRGINIA 
HandlllneBBS 

(703)  536-4182.  up  to  9,600  bps 
General  disabilities,  local  issues: 
message  areas. 

WEST  VIRGINIA 
Project  Enable 

(304)  759-0727,  up  to  9,600  bps 
General  disabilities;  Fidonet,  ADAnet;  many 
message  areas 

CANADA 


ONTARIO 
Abilities  OnUne 

(41 6)  650-541 1 ,  up  to  1 4,400  bps 
(416)  650-6207  (voice) 

Wide  range  of  disabilities;  message  areas  mainly 
for  kids,  some  for  parents:  ADAnet,  Intemet  e- 
mail/newsgroups;  resources  for  parents;  files  for 
downloading. 

Disability  Access 

(613)837-5473,  up  to  9,600  bps 
General  disabilities:  local  issues;  resource  infor- 
mation. 

BRITISH  COLUMBIA 

TASH  On-Une  Disability  Resources 

(604)  856-3661 ,  up  to  14,400  bps 

(604)  856-4778  (voice) 

Wide  range  of  disabilities  healtti/education 

issues:  Fidonet,  Health  are  net,  Intemet:  local 

resources:  sofhvare  for  preschoolers/tiles  for 

downloading;  will  provide  assistance  to  anyone 

ivho  wants  to  start  a  BBS. 


ERIC  ♦   EXCEPTIONAL  PARENT 


450 


/JUNE  1994 


Networking 

Information  from  The  Notional  Parent  Network  on  Disabilities 


Legislation 

Family  Support 

Family  support  le^lation 
is  n^idly  moving  through 
both  the  House  and  the 
Senate.  The  House  has 
attached  the  le^lation  to 
the  Head  Start  le^lation  in 
Title  n,  "Community-Based 
Family  Resource  Pro- 
grams," that  passed  a  short 
time  ago.  Senator  Tbm 
Harkin  (D-IA),  chairperson 
of  the  Senate  Appropria- 
tions Subcommittee  on 
Labor,  Health  and  Himian 
Services;  and  the  Senate 
Labor  and  Human 
Resources  Subcommittee 
on  Disability  Policy,  held 
hearings  on  family  support 
and  sqppeared  likely  to 
attach  the  legislation  to  the 
Individuals  witl^  Disabilities 
Education  Act  (IDEA) 
through  a  new  "Part  I." 
Even  if  attached  to  IDEA, 
the  Department  of  Health  & 
Human  Services  would  be 
responsible  for  the  adminis- 
tration of  this  le^lation. 

Crime  Bill 

Both  the  House  and  Senate 
have  now  passed  their  own 
versions  of  the  "crime  bill." 
NPND  is  working  with  both 
houses  to  insert  language 


NPND  Annual 
Meeting 

October  1-3, 1994 
Washington,  DC 

•  Legislation 

•  Legislators 

•  Administration  Officials 
Marii  your  calendars  nowl 


in  the  bill  that  will  provide 
trairung  to  parents  and 
family  members  to  prevent 
ci  ildren,  youth  and  adults 
with  disabilities  from  enter- 
ing the  criminal  justice  sys- 
tem. NPND  also  supports 
provisions  for  disability- 
sensitivity  training  of  crimi- 
nal justice  professionals. 
Much  ii^terest  in  and  agree- 
ment with  these  concepts 
has  been  expressed,  but 
there  are  no  assurances 
that  the  amendments 
NPND  are  seeking  will 
become  reality. 

Reauthorization 
of  IDEA 

The  Congress  will  be  reau- 
thorizing the  Individuals 
with  Disabilities  Education 
Act  (IDEA)  within  the  next 
year.  All  signs  point  to  this 
process  heating  up  next  fall 
with  both  the  Senate  and 
Administration  aiming  to 
have  a  bill  fleshed  out  by 
November  or  December. 
Currently,  the  House  is 
moving  on  a  fast  track. 
Representative  M^or 
Owens  (D-New  York) 
intends  to  have  a  bill  com- 
pleted this  month.  While  a 


draft  of  the  bill  has  yet  to 
appear,  staffers  report  that 
it  will  greatly  strengthen, 
and  more  clearly  enunciate 
the  rights  of  parents. 

The  Administration  is 
developing  their  bill  with  an 
expected  publication  of 
November  or  December. 
The  Senate  appears  to  be 
timing  their  activities  to 
coincide  with,  or  shortly 
follow  the  sqjpearance  of 
the  Administration's  bill. 
The  House  is  urgently  seek- 
ing input  to  IDEA. 

NPND  is  seeking  input 
now  from  parents  across 
the  coimtry.  We  want  to 
hear  about  changes  that 
you  feel  are  needecl  in 
IDEA  NPND  also  seeks 
stories  about  .the  positive 
outcomes  that  have  been 
experienced  by  children 
who  already  are  receiving 
their  education  through 
IDEA.  We  want  to  know 
what  works,  as  well  as 
what  does  not  Please  for- 
ward all  comments,  input 
and  anecdotes  to  NPND, 
1600  Prince  St.,  Ste.  115, 
Alexandria,  VA  22314,  or 
call  Lany  Searcy  or  Patty 
Smith  at  (703)  684^763  or 
(703)  836-1232  (FAX). 


Goals  2000  Orientation  Conference 

Secretary  of  Education  Richard  Riley  hosted  a  Goals 
^2000  orientation  conference  May  25-27  in  Washington, 
DC.  The  purpose  of  the  conference  was  to  assist  states  in 
designing  and  eventually  submitting  their  initial  sqjplication 
for  funds.  The  conference  also  aimed  to  help  states  laimch 
their  planning  efforts  under  the  Goals  2000  education 
reform  plan.  Secretary  Riley  had  asked  governors  and  chief 
state  school  officers  to  send  a  state  team,  comprised  of  up 
to  six  members,  to  participate  in  the  conference.  He  urged 
them  to  reach  outside  of  state  government  and  include 
team  members  who  would  reflect  the  full  range  of  perspec- 
tives that  will  be  represented  on  state  plarming  panels. 


Items  of  Note 

l^wad 

Scholarship 

Awards 

The  Rosefnary  F.  Dybwad 
International  Travel  Schol- 
arship Foundation  has 
recently  released  guidelines 
to  2^ply  for  one  of  its  schol- 
arships. The  awards  sup- 
port travel  and  study 
abroad  for  anyone  inter- 
ested in  "gaining  knowl- 
edge and  sharing  their 
experiences  on  innovative 
programs  that  benefit  per- 
sons with  mental  retarda- 
tion." If  you  have  interest  in 
j^plying,  please  contact  the 
NPND  national  office. 

Toys  "H"  Us 
Toy  Guides 

NPND,  in  coryunction  with 
Toys  "fl"  Us,  is  disseminat- 
ing more  than  550,000  toy 
guides  for  children  with  dis- 
abilities. These  guides  con- 
tain a  description  of  toys 
that  classifies  them  by  type 
of  disability.  These 
classifications  should 
enable  parents  and  other 
family  members  to  better 
select  appropriate  toys  for 
children  with  disabilities. 

Parent  Program 
Happenings 

Patty  Gerdel  of  Families 
Together  has  been  success- 
ful in  securing  a  $100,000 
line  item  in  the  budget  of 
the  State  of  Kansao 
specifically  to  support  Fam- 
ilies Together  in  setting  up  a 
statewide  Parent  Assistance 
conlimted  on  page  56 
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Family  Support: 

"A  Reasonable  Accommodation" 

Family  support  is  a  combinaUon  of  assistance, 
services  or  technical  supports  that  empotuer  families 
by  assuring  that  they  can  control  their  own  lives. 

On       10, 1994,  Senator  Tom  Harkin  (D-IA)  held  a 
hearing  on  family  support  legislation.  Known  as  The 
Families  of  Children  with  Disabilities  Support  Act,  this 
legislation  would  allow  states  to  receive  funds  under  a 
competitive  grant  process  to  develop  or  enhance 
statewide  systems  of  family  support  The  bill  is  not 
intended  to  provide  support  for  direct  services  to  fami- 
lies of  children  with  disabilities.  Rather,  it  is  designed  as 
a  "systems  change"  bill  that  will  assist  states  and  families 
in  working  together  to  develop  systems  of  family  support 
that  are  family<entered  and  family-directed,  and  that  use 
existing  resources  more  efficiently.  In  order  to  receive  a 
grant,  states  would  have  to  submit  an  supplication  with 
specific  information  and  assurances  including: 

•  The  designation,  of  a  lead  entity  in  the  slate.  "Ms  may 
be  an  office  or  commission  of  the  Governor,  a  pubuc 
agency,  an  established  councU  or  another  appropriate 
office  or  agency; 

•  The  establishment  of  a  state  Family  Support  Policy 
CouncU.  The  msuority  of  CouncU  members  must  be 
family  members  of  children  with  disabilities  or  persons 
with  disabilities; 

•  A  preliminary  plan,  and  a  description  of  the  steps 
that  the  btate  will  take  to  develop  a  strategic  plan; 

•  An  assurance  that  families  are  actively  involved  in  all 
aspects  of  the  state  program;  and 

•  An  assurance  that  the  state  will  submit  an  annual 
progress  report. 

This  hearing  was  viewed  by  NPND  as  critical  to  the 
introduction  and  eventual  passage  of  the  bill 

The  hearing  consisted  of  testimony  from  five  people 
organized  into  two  panels.  Allan  Bergman,  director  of 
state-federal  relatiotts  of  the  United  Cerebral  Palsy  Asso- 
ciations, provided  a  concise  description 
of  the  need  for  and  benefits  of  family- 
centered,  family-driven  support  pro- 
grams. He  cited  family  support  as  a 
"reasonable  accommodation"  that 
should  be  provided  to  families  to  give 
them  a  level  playing  field  in  life.  Parents 
from  Illinois,  Iowa  and  Minnesota  pro- 
vided "real-life"  examples  of  the  need  for 
IhiiliiMCinM     effective  family  support  programs. 
Mqt  ImmkUm        Families  were  well  represented  in  this 

hearings  and  Senator  Harkin  appeared 
encouraged  that  the  "Family  Support  Act"  was  the  right 
policy  choice,  and  strengthened  by  the  packed  hearing 
room  and  the  support  it  symbolized. 


Home  Stretch 
for  Heatth  Care 
Reform 

The  President's  health  care 
reform  bill  got  a  boost 
recently  from  Senator 
Edward  Kennedy  (D-MA). 
The  Senator,  in  "marking- 
up"  the  President's  bill,  has 
offered  some  creative  and 
very  positive  alternatives. 
Most  importantly,  long- 
term  care  is  very  much 
alive  in  this  version  of  the 
bill.  Additional  changes  to 
the  President's  bUl  include: 
the  replacement  of 
"mandatory"  alliances  with 
"volimtary"  consumer  pur- 
chasing cooperatives;  the 
opportunity  for  everyone 
to  participate  in  the  Fed- 
eral Employees  Health 
Benefits  Plan  if  they  so 
choose;  the  exemption  of 
"moni-and-pop"  businesses 
with  five  or  fewer  employ- 
ees from  the  employer 
mandate;  the  basing  of 
employer  subsidies  on  the 
wages  of  individual 
employees  rather  than  on 
the  size  and  average  wage 
of  the  firm;  the  provision  of 
additional  benefits  for 
women,  children,  persons 
with  disabUities  and  indi- 
viduals with  low  incomes; 
the  provision  of  increased 
mental  health  and  sub- 
stance abuse  benefits;  the 
creation  of  a  new  self- 
funded  insurance  program 
for  long-term  nursing 
home  care;  and  an  increase 
in  support  for  biomedical 
research  and  academic 
health  centers.  As  we  go  to 
press,  the  NPND  Legisla- 
tive Committee  has  not  yet 
had  the  opportunity  to 
fully  review  the  Kennedy 
alternative.  NPND  contin- 
ues its  support  of  the  Pres- 
ident's bill.  The  President, 
it  should  be  noted,  has  wel- 
comed Senator  Kennedy's 
mark-ups  to  his  bill. 


The  National  Parent  Network  on 
DisabUHiet  Board  of  DiractDn 


Richard  Burden 

IN'SOURCE,  South  Bend,  IN 

Joanne  Butts 

Washington  PAVE,  Tacoma,  WA, 
Vice  President 

Atnparo  Crespo  DeCastro 

Asociacion  de  Padres  Por  Bienestar 
de  Ninos,  Impedidos  de  PR,  Inc., 
Rk)  Piedras,  PR 

Connie  Curtin 

Vermont  Parent  Infomiation  Center, 
Winooski,  VT 

Diana  Cuthbertson 

Statewide  Parent  Advocacy  Network 
(SPAN),  Westfield,  NJ,  President 

Kattwyn  Erickson 

Pathfinder  Services  of  North  Dakota, 
Minot,  ND 

Joe  Garcia 

Touchstones,  Seattle,  WA 

Paula  GoMberg 

PACER  Center,  Minneapolis,  MN 

Sweet  Altoe  Harris 

Parents  of  Watts,  Los  Angeles  CA 

Connie  Hawkins 

Exceptional  Children's  Assistance 
Center  (ECAC),  Davidson,  NC, 
Past  President 

Bonnie  Johnson 

Arkansas  Parent  Support  and 
Information  Network,  Little  Rock,  AR 

JoanlQIbum 

MATRIX,  A  Parent  Networks 
Resource  Center,  San  Rafael,  CA, 
Treasurer 

Sue  Pratt 

CAUSE,  Lansing,  Ml,  Vice  President 

Pam  Steneberg 

Disability  Rights  Education  & 
Defense  Fund,  Berkeley,  CA, 
Secretary 

Janet  Vohs 

Federation  for  Children  with 
Special  Needs,  Boston,  MA 

Patrtela  Smith 

Executive  Director 


continued/mm  page  55 


Network.  For  further 
details,  contact  Patty  Gerdel 
at  (913)  22Mni.  Let  us 
know  what  is  happening 
with  parent  programs  in 
your  state — we'll  share  it  in 
this  column. 
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Models  Available  Now 

The  B.O.S.S. 


provides  freedom  and  independence. 
Fully  equipped  with  electronic  con- 
trols, these  play  vehicles  provide 
an  enjoyable  way  for  a  young 
^lld  with  a  disability  to 
learn  important 
developmental 
si(ills. 


All  five  models  offer  a  variety  of  electronic  control  systems  each 
designed  to  meet  the  particular  needs  of  the  young  driver.  For 
maxfrnum  safety,  an  optional  remote  contrcj  overnde  en^s 
a  parent  or  other  adult  to  supervise  vehicle  operation.  Speciw 
Latino  and  other  safety  equipment  Is  available.  Cars  operate  on 
!!2o  fKeXe  vo7batterfes.  Can  us  for  additional  information 
and  orders. 

1  -800-950-51 85 

innovative  Products.  830  S.  48th.  Grand  Fortes.  ND  58201 

Photo  uwd  by  p»ml»»lon  H»d«liom  Cexp.    B«i<onl,  PA 


r^^^^^^r  We  WiU  Reach 
Our  Journeys  End — 

A  BetterWorU for  Children  with  Disabilities 

For  more  than  75  years  Civitans  have  enjoyed  worlcing 
together  to  help  people  in  their  communities. 

 hvitans  worldwide  share  your  hope  for  a  bright 

today,  and  a  brighter  tomorrow.  It  is  that  hope 
which  built  the  Civitan  International  Research  Center 
for  developmental  disabilities,  and  it  is  that  hope 
which  lights  our  path. 

Join  us.  Together  we  will  reach  our  journey's  end. 


HiMiiix  II  llrlirr  WiirU  Simr  !')!' 

□ I  m  iniinMcd  in  loiiiinuiuli  iiiviiKtimni.  I'lcni:  send  more  iiiformjlii.il  jlxiul  C.uiian 
MTvKi;  iliiK  ill  m\  i.iiiiiniiihll\. 

□ I  »  Jill  u.  Mipiv.il  llu-  rcujr.li  iindi.mjv  jl  ilu-  Civiljii  liiuiiulioiijl  Rts^  juli  Ctmir  for 
dcMUipnKnul  disjliiliuck.  I'k-JM-  wild  nunc  iiiliirnuiuili. 

Address  ■  


Circle  #  42 


S..      A       .V  E. 


leiophone  Number     (  )   =  ■=  ■  ■ 

CIVITAN  INTERNATIONAL,  P  0.  BOX  130220,  BIRMINGHAM.  AL  35213:  (800)  CIVITAN 


Circle  #  186 


T-  '  ■  ■  E         S     ■  - 


D  ■  ' .  A    ■  ,T       E  .  .  ■  "  S: 


Health  Promotion  and  Community  Living 
FOR  People  With  Developmental  Disabilities 

A  Collaborative  National  Conference 
Sept.  I  8-20,  1994  Madison,  Wisconsin 

health  promotion  project 


:'|0«  now  WITH  OMlOMtKlAl  DHMIimil 
IMNC  IN  THI  OWWUNCrr 


Hosted  by  the  Health  Promotion  Project 
University  of  Wisconsin-Madison 
5  20  Lowell  Hall,  6  I  O  Langdon  St. 
MADISON.  Wl  53703 

Call  608-265-407©  FOR  MORE  INFORMATION 
AND  A  FULL  CONFERENCE  BROCHURE. 
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Free  Product  &  Service  Information 


illng  on  handle  for  addiiional  leg  support. 


The  Roleezo 
ALL  TERRAIN 


Our  lightweight  cart  for  children,  with  its  amazing  patented  soft  pneumatic 
wheels,  is  designed  for  ease  of  movement  over  any  terrain,  as  easily  on  soft  sand 
as  on  concrete.  WE  GUARANTEE  m  Disassembles  easily  for  storage  or  transporting 
(without  tools).  Great  for  the  beacn.  nature  trails,  or  just  a  fun  ride.  The  addition 
of  the  Carrie®  Seat  by  Tumble  Forms®  provides  added  support  for  postural  control 
Inquire  about  our  Sport  Wheeler  for  teens  and  adults. 


1-800-369-1390 


OFFICE  804-461-1122 

FAX  804-461-0383       571  ia  sellger  OnvToept^  E,  Norfolk,  VA  23502 
Repiinled  ty  peimission  ol  J  A  Pieslon  Coipc.alion  )990.  B(ssell  Heallhcait  Coiporaiion 


Circle  #  201 


Schoot 

For  Children  With  Cerebral  Palsy 

Serving  children  with  multiple  disabilities  resulting  from 
cerebral  palsy  or  traumatic  brain  injury  who  need  compre- 
hensive, individually  structured  programs  that  include: 


'  Physical  Thempy 

•  Occupational  Therapy 

'Speech  emd 
Language  Therapy 

•  Communication  Aids 


•  Special  Education 

•  Music  Therapy 

•  Special  Medical 
Attention 

•  Adapted  Recreational 
Activities 


HMS,  opon  to  students  two  to  21  years,  offers  all  of  these 
services  and  more.  The  exper;  anced  staff  and  well-respected 
consultants  provide  strong  interdisciplinary  programs  for  day 
and  residential  students  at  the  licensed  private  school. 

For  rixxo  Information  write  or  call: 
Diane  L  Gallagher,  Director 
HMS  School  for  Children  with  Cerebral  Palsy 

4400  Baltimore  Avenue,  Philadelphia,  PA  19104 
(215)222-2566 

h  ,...♦'4- 
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Market  Place 


Augmentive  Communications 


Consultants  for  Communication 
Technology 

508  Bellevue  Terrace 
Pittsburgh,  PA  15202 
(412)761  -6062 

CCT  manufactures  hardware/software 
products  for  AAC  systems  and  phone 
access  for  the  speech  &  hearing 
impaired.  Products  include  the  Handy 
Speech  Communication  Aide,  Wish 
Writer,  Phone  Manager,  Tonetalk, 
META4,  and  other  state  of  the  art 
products  at  reasonable  prices. 


Equipment  Dealers 


National 


American  Discount  Medical 

$100  Off  Car  Seats.  Equipment  and 
Supplies  Discounted  to  50%.  Call 
800-877-9100.  Free  brochure  


Ross'  Bibs 

Haco,  Inc. 

PC  Box  5642,  Asheville,  NC  28813 
(704)  274-0075 

These  Bibs  were  originally  made  for 
our  son,  Ross,  by  his  Aunt  Catherine. 
Now  we  can  make  them  for  your  spe- 
cial child.  They  are  made  of  machine 
washable,  long  lasting,  heavy  duty 
vinyl.  TTie  large  child  size  is  $13.95. 
The  teenage/small  adult  size  Is  $1 5.95; 
plus  $2.00  shipping.  Other  sizes  avail- 
able, please  call  for  more  information. 


Bulletin  Board 


UNCS-BBSC/OPHP 

535  Race  Street,  #140 
San  Jose,  CA  951 26 
(408)  294-6933  BBS 
(408)  288-5010  Voice 
Electronic  bulletin  board  housing  hun- 
dreds of  resources  for  families  and 
prof,  caring  for  children  with  special 
needs.  Resource  directory,  file  data- 
base, Intemet  mail  and  more!  No  on- 
line charges.  Settings:  N-8-1 ,  up  to 
14,400  baud,  24  hours. 


Computer  Software 


Judy  Lynn  Softwaro 

278  Dunhams  Comer  Road 
East  Brunswick.  NJ  08816 
(908)  390-8845 

IBM  PC  single  switch  software.  Cognitive 
age  level  from  9  months.  Programs 
range  from  $20  -  $35.  Switch  adapte 
$23.  Free  catalog. 


Cribs  &  Youtli  Beds 


HARD  Manufocturing 

230  Grider  Street 
Buffato,  NY  14215 
(800)  USE-HARD 

The  #1  mfg.  sets  the  standard  for  safety 
in  hospitals.  21 6  col  jrful  models  avail- 
able. HARD  will  adapt  products  to  meet 
your  special  requirement. 


New  York 


Dowd  Medical 

1010  Main  Street 
Buffalo,  NY  14202 
(716)883-8188 

Dowd  has  been  serving  the  area  since 
1930.  For  personal  service  and  quality 
equipment  call  Dowd.  

Rehabco 

1513  Olmstead  Ave. 
Bronx,  NY  10462 
(718)829-3800 

45  years  as  New  Yori<'s  oldest  and 
best  Rehab,  dealer.  Experts  In  chil- 
dren's mobility  &  custom  seating. 


Full  time  therapist  for  evaluations  at 
our  new  facility.  Ask  for  our  295  page 
Technology  Guide.  Please  call  or  write 
us  today  for  more  information  and 
quality  service. 


Incontinence 


Access  Medical  Supply 

2006  Crown  Plaza  Dme 
Columbus,  OH  43235 
(800)  242-2460 

Attends  Youth  Briefs  fits  children 
35-75  lbs.  $51 .95/cs  (96),  Free 
Delivery.  Also— Depend,  Serenity, 
other  items.  Manufacturer's  coupons 
accepted.  Free  Catalog!  

incon  Products  Company 

509  West  9th  street 

S.  Sioux  City,  NE  68776 

Fax  (402)  494-1744 

We  carry  a  full-line  of  reusable  diapers 

and  pull  over  plastic  pants.  Available  in 

all  sizes.  Write  for  more  Information 

and  FREE  brochure. 


Van  Conversion  Dealers  :  - 


Connecttut 


Drtv»-Mastar,lnc 

9  Spielman  Road 
Fairfield,  Ki  07004 
(201)  808-9709 

Full  service  mobility  center:  raised 
tops/doors;  drop  floors;  custom  dri- 
ving equipment;  distributors  for  Mobile 
Tech.,  Crow  River  lifts,  Ricon,  IMS,  EZ 
Lock,  and  EMC  touch  pad  systems. 
41  yrs.  of  service  to  the  disabled  com- 
munity. Please  call  for  more  Informa- 
tion.  NMEDA  member.  


Indiana 


Fonvani  Motions 

21 4  Valley  Street 
Dayton,  OH  45404 
(513)  222-5001 
Full-size/Minl-Van  modifications, 
new/used  lifts,  drop  floor,  raised  roof, 
kxkdowns,  driving  equip.  NMEDA  mem- 
ber.  Owned  by  person  with  disability. 


Kentucky 


Forward  Motions 

214  Valley  street 
Dayton,  OH  45404 
(513)  222-5001 
Full-size/Mlni-Van  rtxxiifications, 
new/used  lifts,  drop  fioor,  raised  roof, 
kxkdowns,  driving  equip.  NMEDA  mem- 
ber.  Owned  by  person  with  disability. 

New  Jersey 


Areola  Mobility 

51  Karo  Road 
Caristadt,  NJ  07072 
(201)  507-8500/(800)  ARCOlA-1 
New-Used-Trade-Lease-Buy.  Full 
sized,  mini,  rear  and  side  entry.  We 
carry  products  firom  the  following  man- 
ufacturers: Braun,  KneeKar,  Vantage, 
Ricon,  and  Pick-A-Llft.  If  we  don't 
have  it,  we'll  find  iti  Financing  is  avail- 
able. NMEDA  Men*er.  Please  call  for 
more  irifo.  

Driv»4jlastar,lnc. 

9  Spielrnan  Road 
Fairfield,  NJ  07004 
(201)808-9709 

Full  service  mobility  center,  raised 
tops/doors;  drop  floors;  custom  dri- 
ving equlprrient;  distributors  for  Mobile 


Tech.,  Crow  River  lifts,  Ricon,  IMS,  EZ 
Lock,  and  EMC  touch  pad  systems. 
41  yrs.  of  service  to  the  disabled  com- 
munity. Please  call  for  more  Infbrma- 
tlon.  NMEDA  member.  

 New  York  

Areola  Mobility 

51  Karo  Road 
Caristadt.  NJ  07072 
(201)  507-8500/(800)  ARCOL^-1 
New-Used-Trade-Lease-Buy.  Full 
sized,  mini,  rear  and  side  entry.  We 
carry  products  firom  the  following  man- 
ufacturers: Braun,  KneeKar,  Vantage, 
Ricon,  and  Pick-A-Llft.  If  we  don't 
have  It,  we'll  find  ill  Financing  Is  avail- 
able. NMEDA  Member.  Please  call  for 
more  info. 


Drive-Master,  Inc. 

9  Spielman  Road 
Fairfield,  NJ  07004 
(201)  808-9709 

Full  service  mobility  center,  raised 
tops/doors;  drop  floors;  custom  dri- 
ving equipment;  distributors  for  Mobile 
Tech.,  Crow  River  lifts,  Ricon,  IMS,  EZ 
Lock,  and  EMC  touch  pad  systems. 
41  yrs.  of  service  to  the  disabled  com- 
munity. Please  call  for  more  Informa- 
tlon.  NMEDA  member.  

 Ohio  

RNward  Motions 

214  Valley  Street 
Dayton,  OH  45404 
(513)222-5001 
Full-size/fvlini-Van  modifications, 
new/used  lifts,  drop  floor,  raised  roof, 
lockdowns,  driving  equip.  NMEDA  mem- 
ber.  Owned  by  person  with  disability. 

 Pennsylvania  

Drive<illasl8r,inc. 

9  Spielman  Road 
FairfieW,  NJ  07004 
(201)808-9709 

Full  service  mobility  center,  raised 
tops/doors;  drop  floors;  custom  dri- 
ving equipment;  distributors  for  Mobile 
Tech.,  Crow  River  lifts,  Ricon,  IMS,  EZ 
Lock,  and  EMC  touch  pad  systems. 
41  yrs.  of  service  to  the  disabled  com- 
munity. Please  call  for  more  Informa- 
tion. NMEDA  member. 


Mobility 


Blue  Sin  Cyde  Carts 

PO  Box  5788 
Bend,  OR  97708 
(503)383-7109 

Enjoy  cycling  with  the  whole  family. 
We  offer  customized  bicycle  trailers 
adapted  to  carry  children  &  adults 
with  special  needs. 


Books,  Audio/Video 
&  Educational' IVJaterial 


Videotapes 


intonxWdaoSlpi 
Lanwiine  Course 

Illustrates  1200+  signs  based  on 
ASL.  Six  videos  with  6.5  hrs. 
Graphics  provide  reference  of 
equivalent  English  word.  Free 
Brochure.  $199  (+$4.50  s&h). 
Interax  Traini.tTg,  inc.,  PO  Box 
473106,  Garland,  TX  75047- 
3106,(800)242-5583. 


Books  for  Parents 
and  Professionals 


Turtle  Books 

Provide  a  bridge  of  understanding 
for  your  children  with  disabilities, 
their  siblings  &  friends.  Send  for  a 
FREE  Turtle  Book  brochure  to 
Jason  &  Nordic  Publishers,  PO 
Box  441 ,  Hollidaysburg,  PA 
16648.  Call  (814)696-2920  or 
F/\X  (81 4)  696-4250.  

"Utile  Bits  Of  Bahibow" 

1 2  original  songs  in  the  Judy 
Collins  tradition,  for  parents  of 
children  with  spedal  needs. 
By  Marianne  Kalien.  Cassette 
only.  $11.95,  P.O.  Box  1393, 
Highland  Park,  IL  60035 


^Catalogs 


The  best  books  firom  all  publish- 
ers about  disabilities. 
Comprehensive  resources  for 
parents,  children  &  professionals. 
Special  Needs  Project.  3463 
State  Street,  Santa  BartMira,  OA 
93105,(800)333-6867. 

Free  Book  Catalog:  The 
mm  jpoclil  Heeili 
CoBedion 

features  a  collection  of  valuable 
books  for  parents  on  Dovwi  syn- 
drome, CP.  Autism,  Toun'ette 
syndrome,  Mental  Retardation, 
Special  Education  and  more. 
Woodbine  House  Contact: 
561 5  Fishers  Lane,  Rockville,  MD 
20852.(800)843-7323. 


Publications 


Hydroeepfcalus  News/Notes 

Published  quarterly  for  affected 
Individuals/  families  &  professionals 
who  specialize  in  their  care. 
Highlights:  medicalAechnical  arti- 
cles, human  interest  stories,  great 
resourcesl  A.  Uakos,  Editor,  HNN, 
1670  Green  Oak  Circle, 
Lawrenceville,  GA  30243.  $25  year. 
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Obviously,  a  computer  program 
can't  take  the  place  of  a  goixl  teacher. 
But  the  Early  Learning  series  from 
Marblesoft  is  a  tool  that  helps 
teachers  keep  learning  fun  for  early 
elementary  and  special  education 
students. 

The  software  is  easy  to  use  --  for 
both  the  student  and  the  teacher.  And 
when  used  with  a  speech  synthesizer, 
there's  the  added  advantage  of  a 


human-sounding  voice  that  praises 
right  answers  and  gently  encourages 
the  student  after  wrong  ones. 

For  more  infonnation  and  a 
complete  product  catalog,  please  call 
(612)755-1402. 

MARBLESOFT 


12301  Cenliai      NE  Blaine  MN  -5434 
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Providing  Quality  Services  for  Children  and  Adults 
with  Autism  and  Related  Developmental  Disabilities 


OF  BOSTON 


Day 

Early  Intervenlton  ■  Age  2? 


Residential 

Ages  6-22 


Farmstead 

Age  18  ■  Adulthood 


Twelve  Monlh  Day  Educational  Programming 
Specialized  Community  Residences 
Early  Intervention  and  Home  Training 
Community-Based  Supportive  Employment  and  Vocational  Training 
After-School  Recreational  Programs 
Friendsliip  Farms  Adult  Farm  Living  in  tlie  Hear!  o(  Cranberry  Country 


League  School  of  Boston,  Inc. 

225  Nevada  Street 
Newtonville.  MA  02160 
(617)  964-3260 

Merman  T  Tishboin 
Executive  Dirocior 


Accrcd.tahon  M,lr,'...icnu:-oll:,  Dt'pl  ol  [  djcal.on.  Oltice  tor  Cnild'en  Dt'pt  ol  Social 
Service!  Dept  ol  Mnnl.H  Rpl.l'd.lt      Depl  ol  Mi>nl.1l  Hi'.-illh  NY  Pcpl  ol  CduCillion 
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Home  Away  From  Home 

Quality  care  in  a  state-of-the-art  medically  oriented,  yet  home-like, 
facility  for  chronically  ill  infants,  children,  and  young  adults.  A  one 
of  a  kind  program  staffed  by  doctors,  nurses,  therapists,  and 
teachers.  If  you  are  thinking  about  having  your  loved  one  cared  for 
outside  your  home,  consider  Hacienda  de  los  Angeles  with  26 
years  of  experience  helping  families  and  their  chronically  ill  family 
members.  Hacienda  is  located  in  a  semi-rural  setting  bordered  by 
beautiful  South  Mountain  Park,  yet  is  less  than  five  minutes  from 
the  Owens  Medical  Center. 

Hacienda's  comprehensive  program  offers: 

•  Specialized  care  for  individuals  with  tracheostomies  and  those 
who  are  ventilator  dependent. 

•  A  new  facility  staffed  by  professional  yet  caring  employees. 

•  Open  door  24-hour  visitation. 

•  Physician  services  and  round-the-clock  nursing  care. 

•  Twenty-four  hour  respiratory  therapy. 

•  In-house  physical,  occupational,  and  speech  therapy. 

•  Nutritional  services  by  a  certified  nutritionist. 

•  On-grounds  and  public  school  based  educational  ser</ices. 

•  Private  and  semi-private  rooms. 

•  Individualized  programming  designed  to  allow  your  family 
member  to  reach  his/her  full  potential. 

•  In-house  specialized  equipment  construction  and  equipment 
adaptation. 

•  Transportation  in  specially  equipped  vehicles. 

Hacienda 

de  los  Angeles,  Inc. 

In  SpecUJ  Lives.  We  Mate  A  tXfcience 

1402  East  South  Mountain,  Phoenix,  AZ  85040 
(602)243-4231 
William  J.  Timmons,  Executive  Director 
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*  Improves  coordination, 
postural  control  and 
muscle  tone. 

*  Provides  independence. 

*  Secured  in  center  witii 
belt  or  seat. 

*  Trade-in  policy. 

*  S.M.L 

*  Covered  by  most 
insurance  companies. 


THE  WATER  WALKER 


Prone  or  supine  support. 
Contour  lines  tiiat  allow 
Use  of  arms  and  legs. 
Straps  to  secure  person 
on  float. 

PilU)w  for  head  support. 
S.M.L 


AQUATIC  THERAPY  FLOAT 

Contact: 

AQUATIC  THERAPY 

1903  East  B  Avenue 
Plainwell,  MI  49080 
(616)  349-9049 
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Mf  HM'S  tiftPPENING 


Career  Planning  for  People 
with  Visual  Impairments 

The  American  Foundation  for  the  Blind 
operates  the  Careeis  and  Technology 
Irtformation  Bank,  a  network  of  1,600 
people  with  visual  impairments  who 
use  a  wide  range  of  ajsistive  technology 
equipment  in  a  variety  of  careers. 
Established  in  1968,  the  bank  includes  a 
database  of  information  based  on  inter- 
views with  each  member.  Bank  users 
can  talk  with  members  about  career 
planning  and  assistive  technology 
issues;  parents  or  teachers  can  use  the 
bank  to  find  a  role  model  with  a  visual 
impairment  for  their  children  or  stu- 
dents. Contact  Careers  and  Technology 
InfmTTMtion  Bank,  American  Founda- 
tion for  the  Blind,  15  W.  16th  St.,  New 
York,  NY  10011,  (212)  620-2080. 

CallNlCHCYToll-Free! 

The  National  Information  Center  for 
Children  &  Youth  with  Disabilities 
(NICHCY)  has  a  new  toll-free  num- 
ber—(800)  695-0285.  If  you  have  ques- 
tions about  disability  'ssues  pertaining 
to  children  and  youth,  NICHCY  staff 
can  provide  answers,  referrals  to 
experts  in  the  appropriate  field  and 
free  printed  information  in  English  or 
Spanish.  NICHCY  can  also  provide 
technical  assistance  to  other  informa- 
tion providere.  NICHCY,  P.O.  Box  1492, 
Washington,  DC  20013. 

PlJBUCATIONS 

•  A  national  directory  of  local  hydro- 
cephalus support  groups  is  available. 
Cost  is  $1.50,  available  from  Hydro- 
cephalus Association,  870  Market  St., 
San  Francisco,  CA  94102,  (415)  776- 
4713. 

•  Swalloiuing  Problems:  A  Caregiver's 
Manual  provides  guidance  1o  family 
members  and  caregivers  on  how  to 
identify  swallowing  problems,  get  help 
and  implement  a  treatment  plan.  This 
free  brochure  is  available  from  the 
American  Speech-Language-Hearing 
Association  (ASHA),  10801  Rockville 
Pike,  Rockville,  MD  20852,  (800)  638- 
8255  (V/TFY). 

•  Also  available  from  ASHA  is  a  free, 
18-page  infonnation  packet  on 
cochlear  implants.  The  packet  provides 


practical  information  on  the  types  of 
cochlear  implants,  who  is  a  suitable 
candidate,  what  to  expect  from  the 
evsduation  process  and  an  extensive 
list  of  resources  for  further  informa- 
tion. Contact  ASHA,  10801  Rockville 
Pike,  Rockville,  MD  20852,  (800)  638- 
8255  (V/TTY). 

•  Living  Your  Own  Life  is  a  handbook 
for  teens^ers  written  by  young  adults 
with  disabilities  or  chronic  illnesses. 
The  authors  share  their  views  and 
experiences  on  managing  their  lives. 
The  handbook  costs  $8.00.  A  compan- 
ion volume,  the  Speak  Upfoi-  Health 
Parent  Handbook,  helps  parents  pre- 


"Apple,"  by  K.C.  Ruback,  Omaha,  NE 

pare  adolescents  with  disabilities  for 
self-advocacy.  The  handbook,  which 
costs  $10.00,  discusses  letting  go, 
health  insurance,  sexuality  and  other 
issues.  Available  from  PACER  Center, 
4826  Chicago  Ave.,  S.,  Minneapolis,  MN 
55417-1098,  (612)  827-2966  (V/TTY). 

•  The  American  Brain  Tumor  Associa- 
tion provides  a  number  of  free  publica- 
tions for  families  and  friends  of 
individuals  with  brain  tumors.  Their 
newest  publication  is/l/^ii-'s  Joimiey: 
Tfie  Story  of  a  Child  With  a  Brain 
Tumor,  a  book  for  children  £^es  9-13. 
Contact  American  Brain  TXimor  Associ- 
ation, 2720  River  Rd.,  Des  Plaines,  IL 
60018,  (800)  886-2282. 

•  Wide  Smiles  is  a  quarteriy  publica- 
tion that  addresses  the  needs  of  fami- 
lies of  children  bom  with  cleft  lip  and 
palate.  Subscriptions  are  $18/year  or 
$;Wtwo  years.  Contact  Wiclr  Smiles, 
RO.  Box  5153,  Stockton,  CA  95205- 
0153,  (209)942-2812. 

•  The  National  Tay-Sachs  &  Allied 
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Diseases  Association  has  recently  pub- 
lished The  Home  Care  Book,  a  guide 
written  by  and  for  parents  caring  for 
children  with  progressive  neurologicsd 
diseases.  Contact  NTSAD,  2001  Beacon 
St.,  Suite  204,  Brookline,  MA  02146, 
(617)  277-4463.  Cost  is  $3.00  including 
postJ^e/handling. 

•  A  Heartbreaking  Choice  is  a  quar- 
terly newsletter  for  parents  who  have 
interrupted  a  pregnancy  aftei'  a  prena- 
tal diagnosis  of  fetal  anomalies.  Each 
issue  contains  articles  written  by  par- 
ents who  have  faced  this  difficult 
decision,  information  from  profession- 
als and  helpful  resources.  Subscrip- 
tions are  $15^ear  for  parents  and 
$25/year  for  professionals.  For  sub- 
scriptions or  a  complementary  issue, 
contact  Pineapple  Press,  P.O.  Box  56, 
MuUet  Lake,  MI  49761. 

•  The  Child  Care  Careers  Institute 
has  published  a  handbook.  Integrat- 
ing Children  With  Special  Needs 
Into  Pi  e-School  Settings:  A  Resource 
Handbook.  Though  written  primarily 
for  child  care  professionals,  the 
guide  also  features  many  helpfu' 
resources  for  families — books  f  jr 
children  and  adults,  clearinghouses, 
organizations,  publications  and 
videos  that  address  special  needs 
issues.  Contact  Child  Care  Careers 
Institute,  99  Bishop  Richard  Allen 
Drive,  Cambridge,  MA  02139.  $5.00 
including  postage/handling. 

•  Hydrocephalus  Neivs  &  Notes  is 
a  quarterly  publication  for  children 
and  adults  affected  by  hydrocephalus, 
their  families  and  professionals. 

The  newsletter  provides  resources, 
research  and  parent  networking 
information  for  families  with  cnildren 
who  have  hydrocephalus  associated 
with  spina  bifida,  Amold-Chiari  mal- 
formation, holoprosencephaly, 
lissencephaly,  micro-  and/or  macroen- 
cephaly  Sturge-Weber  syndrome, 
neurofibromatosis,  porencephalic 
cysts,  Dandy-Walker  syndrome, 
encephalocele  and  agenesis  of  the 
corpus  callosum.  Subscriptions  are 
$25/year.  For  subscriptions  or  a  com- 
plementary issue,  contact  Ann  Marie 
Liakos,  Hydrocephalus  Neivs  & 
Notes,  1670  Green  Oak  Circle, 
Lawroncoville,  GA  30243, 
(404)  995-7334. 
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"It's  your  turn.  David."  "What's  the  matter?"  "Do  you  want  pizza 
or  a  hamburger  for  lunch?" 

Answering  questions,  miitcing  choices,  and  expressing  emotions  are 
everyday  occurrences  for  you  and  me.  But  for  David,  they  create  a 
world  of  challenges,  confusion,  and  fnjstration.  David  is  non-verbal. 

David  came  to  Heartspring  with  a  limited  signing  vocabulary,  and 
because  of  his  restricted  motor  skills,  even  those  words  were  hard 
for  others  to  understand.  Today,  he  is  able  to  tell  you  he  doesn't  want 
to  play  that  game  right  now.  or  he  has  decided  on  pizza  for  lunch. 
He  does  this  through  the  use  of  various  alternative  communication 
systems.  His  vocabuUiry  and  independence  constantly  increase. 

Heiirtspring's  speech  therapists  tailor  the  systems  to  meet  the 
needs  of  each  child.  A  child  may  start  out  with  picture  boards  and 
books,  and  then  may  combine  them  with  a  system  using  single  words 
then  phrases.  Sometimes  an  electronic  communication  device,  which 
is  set  up  with  pre-recorded  words  matching  the  picture  or  word 
pages,  is  used  by  a  child. 

The  door  of  communication  is  open  for  David  and  many  other 
children  at  Heartspring  with  the  use  of  various  alternative  communi- 
cation systems  and  the  skills  and  encouraging  words  of  caring, 
trained  professionals. 

if  your  child-or  a  child  you  know -needs  help  unlix'king  that 
door,  call  Heartspring  today. 


^  HKRTSTOG" 

A  LiFESKiLLS  Learning  Center 

2400  JARDINE  URIVE   WICHITA  ■  KANSAS  672  I  g  /tCgS 
I    800   835  1043 

i'lnmvih-  ihf  Insliiwc  of  lA>fi(>pfdu  s 

1934  -  Celebrating  60  Years  Of  Service  -  1994 
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^^^^  ■1  120  State  Street 

.  .  Hackensack,  NJ  07601 

■  Phone  (SOO)  E-PARENT  (372-7368) 

■  Fax  (201)  489-1240 

Vice  President  Advertising  Sales 
KERRY  J.  CANNON 

Sales  Representatives 


BARBARA  NASTRO 

New  England,  East  Canada, 

DE,  DC,  MD,  NJ,  NY,  PA,  VA,  WV 

Schools,  Camps,  Residences,  Classified  &  Special  Sales 

(201)680-4874 

(201)  680-8355  Fax 


WIU3AM  MIDDLETON 

Southeast  (AL,  FL,  GA,  KY,  MS,  NC,  SC.  TN) 

(404)973-9190 

(404)  565-7013  Fax 


ANTHONY  ARNONE 

Midwest  (IN,  KS,  MN,  NO,  OH,  SD,  UT,  CO) 
(708)428-5162  Phone  and  Fax 


JOHNMAISEL 

Midwest  (IL,  lA,  NB,  Ml,  MO) 
(708)416-0780 
(708)416-0793  Fax 


JANEHAYWARD 

Southwest  (AR,  AZ,  LA,  NM,  OK,  TX) 

(714)366-8455 

(714)  366-9289  Fax 


RICHARD  AYER 

West  Coast  (So  CA,  NV) 
(714)366-9089 
(714)  366-9289  Fax 


WILLIAM  HAGUE 

West  Coast  (AK,  No  CA,  Hi,  ID,  MT,  OR,  WA,  WY,  BC) 

(206)858-7575 

(206)  858-7576  Fax 


Ad  Traffic  Marnier 

STEFANIEFERRANTE 

120  State  Street 

Hackensack,  NJ  07601 

Phone  (800)  E-PARENT  (372-7368) 

Fax  (201)  489-1240 


HIW  [nirntalional  Consiinipr  Magazine 
Meinbrrship  Applied  for  AvgusI  li)93. 


VERSA  FORM "  BY  TUMBLE  FORMS 

Finally,  a  reusable  positioning  aid  that  is  cost-effective 
and  versatile!  The  Versa  Form  is  a  styrene-bead-filled 
vinyl  pillow  that  holds  a  child's 
form  for  up  to  24  hours  when  vac- 
uum pressure  is  applied.  By  allow- 
ir.g  air  to  enter  the  pillow,  it 
becomes  supple  again  and  may  be 
reformed  for  any  child,  in  any  posi- 
tion, as  many  times  as  needed.  For 
sitting,  side-lying,  prone  or  supine 
positions  and  for  specific  extremity 
or  joint  .stabilization,  the  Versa  Form  will  accommodate 
many  needs  easily. 

JA,  Preston  Corp.,  Jackson,  MI  49204-0089. 

Circle  «  204 


THE  DUET  " 

This  cycle-and-wheelchair  combination  unit  will  help  the 
entire  family  get  out  and  have  fun!  Together,  the  unit  is  a 

three-wheeled  cycle  allow- 
ing the  passenger  to  ei\ioy 
the  sensations  of  cycling.  At 
a  rest  stop  or  paric,  a  quicic- 
release  mechanism  disen- 
gages the  passenger  seat, 
which  becomes  an  indepen- 
dently- functional  wheel- 
chair—no transferring  or  transporting  an  extra 
wheelchair!  Meets  safety  standards.  Optional  positioning 
accessories  are  available. 
TtechnoMarketing,  Inc.,  Rougemont,  NC  27572. 
Circle  #205 


MfTlRIOR  HEAD  SUPPORT 

The  Anterior  Head  Support  has  been  redesigned,  offer- 
•ng  a  closed  front  and  reinforced  sides 
to  allow  firm  but  gentle  lifting  of  the 
chin  and  lateral  support  for  the  head. 
This  device,  designed  for  individuals 
who  need  supplemental  support,  does 
not  attach  or  mount  to  a  seat  or  head- 
rest. The  support,  made  of  vinyl-cov- 
ered foam,  covers  the  entire  neck  area 
and  is  seciu-ed  in  the  back.  A  soft,  comfortable  terry 
cloth  cover  is  included. 

Danmar  Products,  Inc.,  Ann  Arbor,  MI  48103. 

Circle  #206 


TALKJIBOUT" 

This  conversation  softwaie  for  augmentative  and  alter- 
native communication  is  designed  for  use  on  Macintosh 
computers.  It  allows  fast  social  interaction  and  wants- 
and-needs  communication.  The  software  includes 
"Starters,"  pro- 
grammed small-talk 
phrases;  "Wrap-ups 
and  Farewells,"  pre- 
prograitimed  to 
gracefully  end  a  con 
versation  and  say 

good-bye;  the  ability  to  create  novel  sentences  and  to 
extend  talk  with  Co:Writer  and  a  "QuickChat"  button  for 
instant  communication.  The  software  is  menu-driven 
with  intelligent  icons,  allowing  the  user  to  move  from 
one  stage  of  a  conversation  to  anotlier  quickly  and  easily. 
Don  Johnston,  Inc.,  Wauconda,  IL  60084-0639. 

Circle  #  207 
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ORALGIENE"^ 

A  device  to  help  parents  brush  their  child's  teeth  or  to 
allow  a  child  to  brush  independently,  the  Oralgiene  is  a 
battery-powered  toothbrush  with 
bristles  automatically  positioned  at 
the  correct  angle  prescribed  by  den- 
tists. The  user  bites  lightly  into  the 
brush  head,  and  the  bristles  rotate  to 
clean  six  tooth  surfaces  at  tlie  same 
^I^A^^Hi^H  time.  The  handle  is  much  wider  and 
thicker  than  conventional  toothbrushes,  dimiiushing  the 
need  for  manual  dexterity. 
Oralgiene  USA,  Inc.,  Los  Angeles,  CA  90024. 

Circle  #208 


SPANISH  BRAILLEMATE 

This  pocket-sized,  electroiuc 
Braille  notetaker  is  now 
available  in  the  Spanish  lan- 
guage. Students  can  write, 
proof  and  edit  in  grade- 1  or 
grade-2  Braille,  then  print  on 
an  Inkjet  printer.  Newly  developed  speech  synthesizer 
provides  high-quality  speech  output  in  Spanish  for  all  of 
BrailleMate's  functions— notebook,  clock,  calculator, 
calendar  and  address/phone  book. 
"IteleSensory  Corp.,  Mountain  View,  CA  94039 
Circle  #209 


TheABLEDATA  database  of  assistive  technology  and  rehabUitation  equipment  contains  information  on  moiv  than 
19  000  listings  of  products  forpeisous  of  all  agps  who  have  a  physical,  sensory  or  cognitive  disability.  TItcpwducts 
above  were  clwsm  for  inclusion  on  this  page  by  the  ABLEDATA  staff  based  on  their  sim-ific  applicability  to  or  design  Jor 
children  with  disabUities.  Fo-  mo)v  infomiation  on  assistive  devices,  or  to  submit  product  infonnation  Jor  inclusion 
in  the  database  (aiui  possible  inclusion  on  this  page),  please  contact  ABLEDATA,  8455  Colesoille  M.,      .935,  Silver 
Sirriiig,  MD  20910-3319,  (800)  227-0216,  V/TDD,  (301)  588-9284,WrDD  or  (301)  587-1967,  FAX. 
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Library 


Sk   You  can  order 

Dmam 


any  of  the 
books  listed  here 
with  the  coupon 
below  or  by  calling 
(800)  535-1910 


ATTENTION  DEFICIT  DISORDER 


Attatiion 
Deficit 


Disorder 


Attention  Deficit 
Hypehactivity 

DISOHDER:  What  Every 
Parent  Wants  to  Know 

D.  WODRICH 

Prepares  parents  for  at  homo 
and  at  school,  empowers  and 
reaffirms  parents  of  their  role. 
PB070A0  $19.95 


AUTISM 


Reaching  the 
Autistic  Child 

Mabtin  Kozloff 

Focuses  on  a  parent  training 

program  that  shows  how  to 

improve  the  environment  of 

the  autistic  child. 

BL0$3OD  $14.95 


DISABILITY,  GENERAL 


-.BuHding. ., 


MiershifL.. 


M«ff  Mtaxtia, 


jTianUli^lll^ll  ti  l. 


ERIO 


Brothers  and  Sisters 

A  Special  Fart  off 
Exceptionttl  Families 

Thomas  H.  Powtjix 
Includes  30  parental  strate- 
gies and  20  sibling  strategies 
suggested  by  a  panel  of 
sibling.s. 

PN720D  $2100 


Bi]Uj)iNG  THE  Healing 
Partnership:  Parents, 

Proffessionals  &  Children 
with  Chronic  Illitesses  and 
Disabilities 

Patihcia  T.  Lkfk 

BL0570D        doth:  $34.95 
p^KitiKk:  $24.95 


ITISN^ 

FAIR! 


SIHMNCSCH- 
<  nil  IHIIA  Wi  l  li 

iHH.\iiii.irii-.s 


Children  with 
Disabilities:  a  Medical 

Primer 

M.  Batshaw 

For  parents  and  professionals. 
Over  200  detailed  illustra- 
tions, an  extensive  glossarj', 
and  section  on  syndromes. 
PN710D  $29.00 


Deciphering  the 

SmmiAGuideffor 
Families  qf  Young  Children 
with  Disabilities 

PauuJ.  Beckman 

Informs  parents  of  children 

(0-5)  of  their  rights. 

BL0580D  $2L95 


Disabled,  Female,  and 
Proud!  stories  off  Ten 
Women  with  Disamties 

Harilvn  Roiisso 
Offers  young  women  with  dis- 
abilities empowering  role 
models. 

GW003EP  $12.95 


Exceptional 
PASEifT  1994  Resource 

Guide:  Directories  0/ 
National  Organizations, 
Associations,  Products 
&  Services. 

A  valuable  reference  focii  for 
parents  and  professionals. 

EP0550R  $20.45 


The  Illustrated 
Directory  of  Disability 
Products 

Monte  Mace 

Shows  hundreds  of  products 
along  with  names,  addresses 
and  phone  numbers  so  con- 
sumers can  get  more 
information. 

1P0260D  $12.95 


It  Isnt"  Fair! 

Siblings  qf  Children  with 
DitabiUties 

Edited  BY  S.D.Kleik 

&M.,I.SrHI,EIKEH 

Features  chapters  by  parents, 

siblings  and  professionals 

EPOOIEP  $14.95 
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LIVING 


Living  in  the  State 

OF  Stuck:  Bow  Adaptive 
Technologies  Affffect  the 
Lives  qf  People  with 
Disabilities 

MARCIA  J.  SCHERER 

$32.95 


Moose:  a  Very  Special 
Person 

W,  Scott  MacDonald 
Moose  teaches  us  that  each  of 
us  Is  different  and  that  we 
have  our  own  unique  capacity 
for  loving,  sharing,  enjoying 
and  learning. 

$10.95 


Perspectives  on  a 
Parent  Movement: 

ne  RevoU  qf  Parents  off 
Children  with  Intellectual 
Limitations 

Rosemary  Dybwad 
Captures  the  author's  truly 
lnnovati\  e  wisdom  and  pio- 
neering work. 

BL0590D  $17.95 


Physicians' Guide  to 
Rare  Diseases 

EnrreDBYj.G.  Thoene 
Over  1,000  pgs.  Contains 
information  on  approximately 
700  disorders. 

DP0210D  $75iO 


Planning  for 
the  Future: 

Providing  a  Meaningful  Uffe 
ffor  a  Child  with  a  Disability 
qfter  Your  Death 

Mark  Riissell 

«ro240D  $24.95 


Third  Party  Billing 
FOR  Special  Education: 

Panacea  or  Mirage? 

Joy  J.  Rogers 

The  u.se  of  third  parly  billing 
to  cope  with  escalating  spe- 
cial education  costs,  especial- 
ly tho.se  lint  directly 
eiliieationul. 

BLOSfiOD  $27.95 


The  Travelin'  Talk 
Directory:  when  the 

Traveler  Has  a  DisabUiUy 

Rick  Crowder 
The  ultimate  directory  of 
resources  providing  assis- 
tance to  travelers  with  dis- 
abilities. Information  is  gath- 
ered from  hundreds  of  mem- 
bers nationwide. 
RC076OD  $47i0 

Wings  To  Fly 

Bringing  Theatre  Arts  to 
Students  with  Special  Seeds 
Saixy  Dorothy  Bailev 
A  comprehensive  nuts  &  bolts 
handbook  for  special  educa- 
tion and  drama  teachers  at 
the  elementary  &  high  school 
levels. 

mm  $17.95 


DISABILITY/PHYSICAL 


Coping  with  Cerebral 

Palsy:  Answers  to  Ques- 
tions Parents  Often  Ask 

Jay  Schliechkorn 
Provides  answers  to  more 
than  300  questions  that  have 
been  carefully  researched. 
PE037PD  $24.00 


I  Wish... 

Dreams  &  Realities 
of  Parenting  a  Special 
Seeds  Child 

Kate  Divine  McAnaney 
A  book  about  conflict,  courage 
and  creative  solutions. 
CP074CP  $8.95 


No  Time  for  Jello 

One  Family's  Experience 
with  the  Doman-Delacalo 
Patterning  Program. 

Berneen  Bratt 
One  family's  experience  with 
patterning  for  a  child  with 
Cerebral  Palsv. 

BL062CP  $17.95 


Taking  Charge: 

Teenagers  Talk  About  l{fe 
&  Physical  Disabittties 

EomiD  by  K.H,  Kkifxsman 
Explore  the  wide  range  of 
issues  that  teenagers  with 
physical  disabilities  face  as 
they  approaoh  adulthood. 

WB013PD  $14.95 


INJURY 


When  Your  Chhj)  Goes 
TO  School  After  AN 
Injury 

Marilyn  Lash 

Issues  parents  need  to  con- 
front about  their  child's 
future  schooling,  health  rare 
and  social  needs. 
EP006ML  $5.00 

When  Your  Chhj)  is 
Seriously  Injured: 

The  Emotional  Impact  on 
Families 

Marilyn  Lash 

Topics  include  preparing  for 
hospital  visits,  reaction  to 
loss,  helping  siblings,  and 
coping. 

EP005ML  $2.00 


MENTAL  RETARDATION 


Communication  Skills 
in  Children  with  Down 
Syndrome 

A  Guide  for  Parents 

LiBBY  KUMIN 

Parents  learn  how  communi- 
cation skills  progress  from 
infancy  through  the  early 
teenage  years. 

WB0310S  $14.95 

Count  Us  In 

Growing  Up  with  Down 
Syndrome 

J.  Kingsley  &  M,  Leutz 
The  authors  share  their  inner- 
most thoughts,  feelings,  hopes 
and  dreams,  their  lifelong 
friendship. 

KB073DS  $9.95 


Death  and  Dying: 

A  Guide  to  Serving  Adults 
with  Mental  Retardation 

M.  HomL 

Explores  psychological, 
medical,  spiritual  and  legal 
matters. 

GW004EP  $7.95 


Down  Syndrome: 

An  Introduction 

Cliff  Cunningham 
A  comprehensive  and  well 
organized  work  for  parents  of 
babies  and  children.  Answers 
to  countless  questions. 
BL068DS  $1Z95 


Ethical  Du^emmas 

IN  CaREGIVING:  a  Guide 
for  Staff  Serving  Adults 
with  Mental  Retardation 

M.  Howell 

Examines  cases  where  there 
are  clear-cut  dilemmas  about 
the  "best"  course  of  action. 
GW069MR  $8.95 


Serving  the 

Underserved: 

A  Handbook  for  Caregivers 

Edited  by  D.  Gavin 

All  the  areas  of  experience 

affecting  the  lives  of  adults 

who  are  mentally  retarded 

and  old. 

GWOllMR  $29.95 
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CHILDREN'S  Page 

Remembering  Daniel 

by  Nathan  Reijf 


Nathan  is  nine  years  old. 
He  is  in  third  grade  at 
Edgewood  Elementary 
School  in  Eugene,  Oregon. 
Nathan  Uves  toUh  his 
mother,  Ginny;  kisfatlien 
Bud  and  his  three-year- 
old  sister,  Rachel  His  hob- 
bies are  soccer,  drains, 
math  and  reading. 

Nathan  and  his  family 
will  always  miss  Daniel, 
but  they  have  many  pre- 
cious and  happy  memo- 
ries that  help  them  get 
through  tough  days  TTiey 
are  building  a  memorial 
garden  for  LkmicL  This 
year,  they  planted  two 
lilac  bushes  in  the  garden. 


I once  had  a  brother.  His  name  was  Daniel  Jordan  Reiff.  He  died  at  ^e 
five  and  a  half.  He  had  pyruvate  dehydrogenase  deficiency.  He  was  my 
absolute  best  friend. 

When  Daniel  was  two  years  old,  he  could  say  50  words.  Then,  he  got 
sick  and  lost  all  his  words  except  for  "Naa  Naa"  (his  name  for  me),  "Mama" 
and  "Daddy"  He  crawled  a  lot— so  much  that  my  little  sister  called  him  a 
'  --n  "crawl  boy."  I  loved  him  a  lot,  even  though  he  had  a  disability. 

Sometimes,  I  felt  lonely  because  none  of  my  friends  had  brothers 
like  Daniel.  He  was  really,  really  hard  to  take  care  of  and  it  took  a 
lot  of  time,  but  I  still  loved  him. 

After  school  one  day,  when  Daniel  was  in  the  hospital  with 
mononucleosis,  my  friend's  mom  came  and  took  me  to  the  hospi- 
tal. Then,  my  mom  told  me  to  say  good-bye  to  Daniel  because  he 
wasn't  going  to  make  it  through  this  hospital  stay.  I  said  good-bye 
and  I  kissed  him.  At  7:20  p.m.,  on  May  3, 1993,  he  died.  I  knew 
this  was  going  to  hs^pen,  but  I  was  not  ready  for  it  I  was  at  my 
aunt's  and  uncle's  house  when  he  died. 

Daniel's  funeral  was  on  May  8.  It  was  my  idea  to  put  lilacs  in  his 
casket  because  they  were  just  blooming.  I  also  put  in  a  note  that 
said  how  much  I  loved  him  and  missed  him.  I  was  not  only  sad;  I 
also  was  angiy. 

That  was  one  long  year  ago.  Back  then,  many  changes  were 
arising.  We  lost  Daniel,  and  we  moved  from  Lynnwood,  Washington 
to  Eugene,  Oregon.  We  did  not  hwe  friends  or  relatives  in  Eugene. 
It  was  a  hard  time  for  me. 

Now,  I  am  doing  better  I  have  some  good  friends,  and  I'm  see-   

ing  a  counselor.  I  still  feel  a  little  bit  of  regret  about  moving.  I  mean,  there's 
only  so  much  an  eight-year-old  can  handle  at  one  time! 

Even  with  all  of  those  things  helping  me,  I  sUll  am  not  totally  okay 
about  Daniel  dying.  As  I  said  before,  he  was  my  absolute  best  friend.  I  will 
never  have  a  best  friend  exactly  like  him  again.  I  ivally  miss  you,  Daniel. 
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Spectacular 
Summer 

Software 
Sale 

For  over  ten  years,  Laureate  has  been  producing 
programs  to  meet  the  unique  needs  of  exceptional 
children.  We  want  your  child  to  benefit  from  using  our  award-winning 
software  at  home.  That's  why  we're  reaching  out  to  parents  with  this 
Spectacular  Summer  Software  Sale. 

From  now  until  August  31,  1994,  you  can  purchase  Laureate's 
talking  software  programs  for  an  incredible  50%  off.  We'll  even  pick  up  the 
shipping  charges!  Your  satisfaction  is  guaranteed.  If  our  software  doesn't 
meet  your  child's  needs,  for  whatever  reason,  we'll  take  it  back. 


Available  for  Apple  II, 
Apple  lIGS,  IBM,  and 
Macintosh  computers 

Call  today 
for  a  free  catalog. 
1-800-562-6801 

This  offer  applies  to  individuals  only.  No  school, 
agency,  or  institutional  purchase  orders,  please. 
We  will  accept  orders  prepaid  by  check, 
MasterCard,  or  VISA.  Free  shipping  within  the 
U.S.  only.  Please  mention  this  sale  when  placing 
your  order. 


We  have  over  60  talking  software 
programs  for  children  functioning 
between  6  months  and  8  years  of  age. 

•  Language  intervention 

•  Cognitive  processing 

•  Reading 


•  Instructional  games 


aureate 
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Circle  «  48 


Three  angles,  three  times  the  therapy  -  the  new  TriStander®  58 
positioning  stander  from  Tumble  Forms®. 


Like  the  original  TriStander  45,  the  new 
TriStander  58  is  actually  three  standers  in  one. 
A  unique  design  allows  infinite  adjustments 
between  vertical,  prone  and  supine  so  you  need  only 
to  invest  in  one  stander  to  meet  all  of  your  positioning 
needs.  The  frame  is  adjustable  for  height  and  what's 
more,  the  module  support  components  come  in  a 
variety  of  sizes  and  can  be  ordered  separately 


allowing  you  to  adapt  the  stander  to  your  client's 
individual  size  and  shape.  The  new  TriStander  58 
accommodates  individuals  from  45  to  58  inches  tall; 
TriStander  45  accommodates  those  32  to  45  inches. 

Three  angles,  one  stander.  unlimited  use.  For  more 
information  call  1-800-631-7277.  In  Canada,  call 
1-800-665-9200. 
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Ford  MoBEmMommG 
Makes  Life  More  Rewarding! 


171  ord  Motor  Company  understands  that  a 
1/  physical  disability  doesn't  mean  life  can't  be 
rewarding.  For  many,  there's  no  greater  reward 
than  the  feeling  of  freedom  and  independence  that 
comes  from  driving. 

That's  why  your  Ford  and  Lincoln-Mercury  deolers 
want  your  active  life  to  include  a  new  Ford  or 
Lincoln-Mercury  car  or  van  or  Ford  light  truck.  And 
that's  why  the  Mobility  Motoring  Program  was 
created ...  to  make  adapting  your  new  Ford  or 
Lincoln-Mercury  product  easier  and  more  rewarding! 

A  Smoother  Road  to  Travel 

Mobility  Motoring  starts  with  a  toll-free  call.  You'll 
know  you've  arrived  when  your  Ford  or  Lincoln- 
Mercury  dealer  hands  you  a  check  for  up  to  $750 
toward  the  installation  of  adaptive  driving  or 
passenger  equipment.  There's  nothing  for  you  to 
send  in ...  and  there's  no  waiting  for  your  check! 

You'll  also  receive  a  complimentary  Ford  Cellular 
Telephone'  and  Roadside  Assistance'  for  the 
duration  of  the  bumper-to-bumper  limited  warranty. 


MOUUTYJJL 
MOTORIN^V^ 

PIOGRAM 

iNFORMATIOS  YOV  NEED  ... 

FOR  Informed  Decisions 

The  Ford  Mobility  Motoring  Program  also  provides ... 

■  friendly  toll-free  and  special  "TDD"...  information 
line  to  answer  your  questions. 

■  a  list  of  nearby  assessment  centers  auttiorized  to 
provide  a  "prescription"  for  your  vehicle's 
adaptive  equipment. 

■  a  list  of  local  adaptive  equipment  dealers  and 
installers. 

■  sources  of  funding  which  may  be  able  to  provide 
assistance  in  addition  to  the  amount  you  receive 
from  the  Mobility  Motoring  Program. 

Best  o(  all,  you  get  ford  Motor  Comm/^  P'oducts 
and  services.  A  Cowpony  where  quality  and  service 
are  always  "lob  /.'" 


So  whether  your  life  demands  a  new  Ford  or 
Lincoln-Mercury  car  or  van,  or  Ford  light  truck . . . 
just  call  1-800-952-2248  (for  TDD  users:  1-800- 
TDD031 2) .  You'll  discover  that  Mobility  Motoring 
is  your  kind  of  rewcd! 

Fr««  Mobility  Motoring  VIdeoi 

This  video  shows  how  easy  it  is  to  open  the  door  to 
Mobility  Motoring  rewords.  You'll  meat  people  who 
hove  learned  the  process  is  reoliy  'imple.  You'll  olso 
see  how  Ford  products  odopt ...  for  versatility, 
convenience  and  just  plain  motoring  fun.  Just  ask  for 
your  free  video  when  you  col!  us. 

Program  Period 

October  1,1 993  — September  30,1994 

Cmlomei  is  lespomble  ioiO  121-doy  mm/mum  aUnoKn  on  the 
fold  Ctlhloi  Sysiem  Same  ml  individiiol  comen  may  lequiie  o 
longsi  og/eemenf  as  well  as  oiliei  lehKd  serme  and  usage  itoges, 
so  outpmct  IS  ofKonal.  k  be  eligibk  hi  ih  (omflimlarf  foid 
Celkiloi  lekphont,  the  miom  must  also  he  in  an  aiea  cmeisil  by 
the  forrf  Cekloi  System  at  the  lime  of  Ibe  putchosi  ot  least. 
'     yaw  dealei  hi  a  may  oi  the  limited  waimty  and  complete 
details  of  tbe  Hoadside  Asvstonce  plan.  VehKks  coneied  b/  the 
Imoln  Commlmiint,  f-Scties  Mated  Caie  at  itd  Catpet  lease 
pfens  bayt  additano'  iene/ifs 
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A  I\EW  Car,  VA^  or  Lkhit  Truck  ...  Adaptive  EoiipmisiT ...  and  ON'Tue-Spot  Cash! 
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COVER: 

Four-year-old  Philip  Gibbons 
celebrates  the  Fourth  of  July  by 
joining  a  children): parade  that 
has  become  an  armual  tradition  in 
his  neighborhood.  Philip,  who  has 
autism,  Uves  in  Chevy  Chase, 
Maryland. 
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SmoEY  Klein,  Ph.D. 


Teenagers  and  Young  Adults 

When  girls  and  boys  become  teenagers  and  young  adults — ^whether  or  not  these 
children  have  disabilities — their  mothers  and  fathers  also  find  themselves  in  a  new 
phase  of  their  development  as  parents.  Parents  realize  that  they  are  no  longer  young 
adults  themselves.  This  may  be  part  of  the  reason  that  many 
parents  wish  th(  y  could  skip  this  phase  in  everyone's  development 
and  magically  cati^ult  their  offspring  firom  elementary  school  to 
independent  adulthood. 

In  current  discussions  of  teenagers  and  young  adults,  the  ^vord 
transition"  comes  up  frequently.  People  talk  about  transitions 
from  school  to  work,  from  home  to  away-from-home,  from  short- 
term  social  relationships  to  long-term  commitments,  firom  relative 
dependence  to  relative  independence,  from  family  member  to 
family  creator.  Parents  may  also  face  transitions  of  their  own  as 
they  deal  with  the  challenges  of  caring  for  their  own  parents  or  older  relatives. 

For  teenagers  and  young  adults  with  disabilities  and  their  parents,  these  transi- 
tions involve  charting  new  territory.  Because  societal  attitudes  and  opportunities  are 
evolving  r^idly,  we  have  neither  a  long  history  from  which  to  learn  nor  many 
experts  upon  whom  we  can  call. 

In  this  issue,  three  features— John  Gray,  A  Dale  to  Remember;  John  Kemp,  Role 
Models;  and  a  young  adult  panel  discussion.  Living  the  Course,  included  in  Youth 
Connections — deal  with  social  relationships.  Charting  the  Course,  also  in  Youth 
Connections,  deals  with  the  emotional  aspects  of  transitions  from  youth  to  adulthood. 

Despite  many  positive  attitude  changes,  uncertainty  about  the  future  remains. 
This  is  especially  true,  as  Elaine  Greenbauin  describes  in  Point  ofVieiv,  when  young 
adults  with  disabilities  who  want  to  work  face  the  peculiar  disincentives  that  appear 
to  be  built  into  the  system.  Clearly,  more  changes  are  needed. 

New  Departments 

Because  our  readers  have  many  concerns  about  health  care  and  about  health 
insurance,  this  issue  has  the  first  installments  of  two  new,  regular  departments  on 
these  topics.  Both  will  respond  to  readers'  questions. 

•  In  Ask  the  Doctor,  David  Hirsch,  M.D.,  a  member  of  our  Editorial  Advisory  Board, 
answers  commonly-asked  questions  about  toilet  training  and  incontinence.  In  future 
issues,  Dr  Hirsch  will  respond  to  selected  readers'  questions  as  well  as  invite  the 
participation  of  other  experts. 

•  Healtti  Insurance  Troubleshooter  is  a  role  tliat  Richard  Epstein  assumed  when  he 
became  a  person  with  a  disability.  In  his  first  article,  he  describes  some  of  the 
complexities  of  dealing  with  health  insurance  companies  and  ways  tliat  parents  can 
cope.  Like  Dr  Hirsch,  Mr  Epstein  encourages  readers  to  write  to  him  with  their 
health  iiisiUBnce  questions  and  quandaries. 

Send  questions  for  Dr  Hirsch  or  Mr.  Epstein  to  Exceptional  Pai-etit,  209  Harvard 
Street,  Suite  303,  Brookline,  MA  02146-5005.  Or  fax  questions  to  617-730^742. 

Fathers 

This  issue  includes  another  wonderful  Fathers'  Voices  article.  Not  For  a  Nickel  atid 
a  Dime,  by  Will  Cameron.  It  also  includes  The  First  Time,  a  poignant  story  by 
another  father,  Robert  Perretz-Rosales,  about  a  child's  first  seizure.  Last  but  not 
least,  Lou  Shaw,  another  father  featured  in  this  issue,  has  just  written  a  fascinating 
adventure  novel  about  a  young  man  with  a  disability  who  is  accused  of  murder. 

Inclusion 

All  Children  Belong  is  the  first  of  a  series  of  articles  describing  an  exciting  national 
project  to  pi  omote  the  inclusion  of  children  witli  disabilities  in  their  local  schools 
and  communities.  In  September,  our  22nd  annual  education  issue  will  discuss 
inclusion  from  a  vaiety  of  perspectives. 
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■  ■  ■    A"  . 
scientific  breakthrough 
in  dental  hygiene  ^ 


r :  THE  AUTOMATIC  TOOTm 
Dental  professionals  agree  v 
id  cleaner  teeth  and  healthier^ 
the  brushing  technique.  ThatJsX^ 
Ofalgiene  Automatic  Toothbrusb 
designed  to  position  its  drfsf/es'2,.^.._,.. 
gumline  at  the  exact  angle  deiiiisispre- 
scribe,  everytime  you  brush.  '^^''T' 

Reaching  all  tooth  surfaces  and  below  the 
gumline  in  one  easy  action,  Oralgiene™ 
thoroughly  cleans  your  teeth  while  mas- 
saging under  the  gum  line  in  just  60  sec- 
onds. 


Because  Oralgiene™ requires  no  knowl- 
edge of  proper  brushing  technique  or  skill, 
it's  almost  impossible  to  use  wrong  and  it's 
incredibly  easy  to  use  for  both  adults,  chil- 
dren and  care  givers. 

With  research  proven  effectiveness  the 
ADA  accepted  Oralgiene™will  give  you 
and  your  family  clean  healthy  teeth  and 
gums,  fresh  breath  and  a  winning  smite. 

Oralgiene™  unit  includes  2  color  coded 
brush  heads,  battery  oack,  olna-ln 
rechargerand  storage  bidhd.  A  o.  re  year 
warranty  and  a  30  day  money  back  guar- 
antee. 

OFFER:  Oralqiene™  $79.95 
plus  $5.00  snipping  and  handling. 

Call  toll  free  to  order  , 

1-800-933-ORAL  6725} 

VISA,  MC  DISCOVER,  AMEX,orsend 
check  or  money  order  to: 

Oralgiene  USA.  Inc. 
421  North  Rodeo  Drive.  Suite  15114 
Beverly  Hills,  CA  90210 
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CA  &  NY  Residents  add  8.25%  sales  tax. 


Episodes  of  Increased  Activity 

;  My  1 1  -year-old  son  has  agenesis  of  the 

I  corpus  callosum  with  resulting  athetoid 

■  cerebral  palsy  and  moderate  mental 

■  retardation.  He  also  has  periodic 

I  episodes  of  highly  increased  motor 

I  activity,  elevated  heart  rate,  dilated 

i  pupils,  abnomuJ  respiration  and 

'  increased  muscle  tone.  His  EEG  is  nor- 

;  mal:  blood  and  urine  tests  reveal  noth- 

!  ing.  I  would  like  to  correspond  with 

',  anyone  who  has  any  information  con- 

■  ceming  these  episodes. 

P.B.,  Oklahoma 

\  Severe  Shaking 

I  am  the  mother  of  a  five-year-old  girl 
who  has  ataxic  cerebral  palsy.  Annie 
;  cannot  walk  unassisted,  but  uses  a 
'  walker  with  supervision.  Her  main 
form  of  mobility  is  to  bunny-hop  every- 
where. 

Over  the  past  year,  Annie  has  devel- 
oped a  very  severe  shaking  pattern  that 
paralyzes  her  movements  for  a  few 
minutes.  Her  whole  body  goes  rigid  and 
she  shakes  violently.  It  is  not  a  seizure. 
She  is  aware  of  what  is  happening  and 
!  will  usually  start  to  whimper  as  if 
I  frightened.  She  can  make  the  shaking 
I  stop  if  you  put  her  on  the  floor  and  let 
i  her  hop  very  hard  and  fast  Sometimes 
I 
I 

'     Seandi  and  BMiwod  is  an  opportunity  for  our 
I     readers  to  exchange  Infotmation  about  their 
i     practical  experiences  meeting  the  everyday 
!      challenges  of  life  with  a  child  or  adolescent  with 
I  adi»abiUty.Hfeoto«j>«*jwren<Jtoosfc(9!pro- 
I  priaiepivfeitmalt 
I         Pletae  indicate  whether  the  letter  is  a 
]     search  or  response.  If  a  response,  be  sure  to  note 
i     in  which  issue  the  original  Search  letter 
'     Appeared.  All  responses  are  forwarded  to  the 
!     writers  of  the  Search  letters;  some  are  published. 
I     Published  letters  may  be  edited  for  purposes  of 
!     space  and  clarity, 
i         HWte  or/or 

SeaitkorBetpoBd 
I  ExotptkmalPanU 

209  Harvard  Street,  Suite  303 
Brooldlne,  MA  02146-5005 
Fax:  (617)  730^742 
I     For  information  about  specific  disabili'les,  con- 
>     tact  the  National  Organization  for  Rare  Disorders 
(NORD),  100  Rt  37,  P.O.  Box  8923,  New  Fairfield, 
CT  06812,  (800)  999-NORD,  (203)  74^6518.  Also, 
see  "National  Resources  for  Specific  DisabUities 
and  Conditions"  in  Erreptional  ParrrU^  1994 
Remirce  Guide  (January  1994). 


the  shaking  starts  when  she  is  already 
I  hopping.  When  this  happens,  she 
I  becomes  rigid  and  cannot  move — 

almost  as  if  she  is  stuck.  In  these  cases, 
i  she  usually  throws  herself  down  on  the  i 
'  floor  and  rides  it  out.  These  episodes  ' 

usually  last  several  minutes;  then,  she 
'.  is  perfectly  fine  and  goes  back  to  her 
'  normal  movement  patterns.  j 
Some  clear  triggers  of  these  episodes  i 
are  loud  noises,  being  spoken  to  in  a  ! 
reprimanding  tone  of  voice  and  fear  of  ! 
\  people  or  places.  But  the  shaking  also 

happens  when  she  is  perfectly  relaxed  ■, 
i  and  calm.  Now,  these  episodes  are  j 
becoming  more  frequent  and  interfer- 
ing with  daily  life.  They  happen  at  j 
school,  at  meal  times,  when  walking  or  i 
using  the  potty— just  about  any  activity  | 
can  be  interrupted  by  a  shaking  spell.  ! 

The  neurologists  don't  know  what  is  ! 
causing  these  shaking  spells.  Annie  has  i 
j  been  tested  and  does  not  have  a  degen-  i 
'  erative  disease.  Does  anybody  out  ! 
I  there  know  what's  going  on  with  my  - 
\  child?If  you  have  a  child  like  Annie,  ! 
i  please  write  to  me!  | 
S.W.,  Georgia  i 
i  I 

'  Partial  Trisomy  Eight 

'  I  am  looking  for  another  parent  of  a 
'  child  with  partial  trisomy  eight.  My  ; 
i  daughter  is  16  years  old.  I'd  love  to  '; 
i  hear  from  parents  who  could  help  me 
know  more  about  her  future.  \ 
E.F.,  Colorado  I 
I 

Darrow  Syndrome  | 

We  have  a  19-month-old  daughter  with  j 
j  Darrow  syndrome— also  called  chlo 
I  ride-diairhea  We  have  heard  of  ortly  14 

cases  of  thLs  in  the  U.S.  and  would  like 
i  to  contact  other  parents  of  children 
;  with  this  genetic  disorder 
,  T.W.,Ohio 

'  Angelman  Syndrome 

;  My  son.  Christopher  is  three  years  old. 

\  At  age  two,  he  started  having  drop 
attack  seizures  and  was  diagnosed 
Angelnuin  syndrome  (AS).  Chris  is  on 
luedication  to  control  his  seizures.  He 
is  a  very  active  child  who  needs  one- 
onone  siipcnision  at  all  times. 
Christopher's  d(wtoi-s  have  told  me 


that  they  do  not  know  of  another  black  ; 
child  with  AS.  I  don't  know  what  Chris 
will  leam  to  do  next  or  what  medical 
problem  may  arise.  I  would  like  to  con- 
tact other  parents  of  children  with  AS. 
I  have  a  lot  of  questions. 

V.R.,  Ohio 

Editor's  Note:  You  can  contact  the 
Angelman  Syndrome  Foundation  at 
5950- 77  S.W.  20th  Ave.,  GainesviUe, 
FL  32607,  (9m)  S32-3303.  ] 

\ 

Seizures  i 

Our  six-montliold  daughter,  Meg,  has 
20  to  70  seizures  daily — even  on  four 
seizure  medications.  Doctors  have 
been  tmable  to  diagnose  her  problem 
but  believe  she  has  a  metabolic  disor- 
der She  has  tmdergone  extensive  test- 
ing including  CT  scans,  MRI,  chromo- 
some studies  and  metabolic  studies. 
All  but  her  EEG  have  produced  normal 
results.  I 

Meg  is  also  severely  hypotonic  and 
developmentally  delayed.  She  appears  ' 
normal,  but  small.  She  never  sucked  or  , 
swallowed  with  any  coordination  and 
is  now  fed  through  a  G-tube.  She  has  a 
wide  variety  of  seizures — most  involve 
apnea  We  have  been  told  that  Meg  has 
seen  the  best  doctors  available  and  that  : 
they  have  done  all  they  can  for  her 
1  f'.'^y  '•'^'ar  to  her  condition  as  progres- 
jr-  i  ai'.d  .^rminal.  We  wotild  love  to 
hear  from  parents  of  children  with  sim- 
ilar symptoms. 

D.T.  &  A.T..  Texas 

j 

I  Obsessive  Compulsive  Disorder 

I   I  am  the  parent  of  a  10-year-old  son  who 
I   has  been  diagnosed  <vith  obsessive  j 
compulsive  disorder  He  is  presently  on  ' 
!  medication  for  tltis  condition.  He  also 
I   has  some  learning  disabilities. 
I      I  would  like  to  hear  from  parents  of 
I  children  with  the  same  diagnosis  to 
i  compare  notes. 

;  P.P.,  Mnssachusetl^s 

I 

Drooling 

We  have  an  1 1 -year-old  daughter  who 
has  cerebral  palsy  juul  is  non-verbal. 
She  has  a  problem  with  constant  drool- 
ing. She  is  a  very  outgoing  child  and  wo 
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"Bedwetting  is  something  I'll  outgrow, 
but  until  then,  I'll  wear  GoooNiTEsr" 


ntroducing  new  Pull-Ups*  GoodNites™  Absorbent  Underpants  for  older  children— 45  pounds  and  up. 
Your  child  slips  them  on  at  bedtime  and— accident  or  not— wakes  up  to  dry  sheets,  dry  pajamas. 
And  a  whole  new  positive  attitude. 

Even  with  the  super-absorbent  lining,  GoodNites'"  Absorbent  Underpants 
are  so  trim,  thsy  disappear  under  pajamas.  Nobody  needs  to  know 
your  child  is  wearing  them.  And  with  no  sheets  to  wash,  mornings 
are  hassle  free.  Everyone  starts  the  day  right. 
We  developed  GoodNites"  with  the  help  of  pe  iiatricians  and  other 
childhood  experts. 
We've  put  all 
we  learned  about 
bedwetting  in  a  book.  For  your  free  copy,  send  $1.00 


postage  and  handling  to  GoodNites"  Book  Offer, 


ERIC 
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P.O.  Box  1125.  Maple  Plain.  MN  5^92.i' 


Wc.ioc us  on  ,^oin<^  honle 


■ ' . .  .  because  that's  where  the  heart  is  - 


Home  is  where  the  heart  is,  hut  sometimes  children  with 
multiple  disabilities  need  special  help  beyond  their  parents  and 
school  districts.  Financing  multi-year  private  schtwl  placements 
can  he  costly  too.  But  now  a  schcxil  known  for  its  successful 
individualized  education  programs  is  offering  an  extended 
assessment  and  treatment  program.  That  schtwl  is  Heartspring. 

Curt  came  to  Heartspring  not  because  he  needed  a  long-term, 
intensive  program,  but  because  his  skills  had  plateaued,  and 
problematic  behaviors  were  unmanageable.  He  needed  a  program 
with  a  fresh  perspecti\'e.  With  Heartspring's  team  approach.  Curt 
has  the  resources  he  needs:  specialists  in  the  areas  of  special 
education,  audiology,  physical,  occupational,  and  speech/language 
therapies,  pediatric  development  medicine,  psychology,  and  behavior 
management.  Together,  they  will  address  his  complex  needs  in  a 
comprehensive,  interdisciplinary  program  designed  to  continue 
after  he  returns  to  his  home  environment. 

Just  think!  Curt  enrolled  this  spring,  and  he'll  be  going  home 
before  school  starts  this  fall.  When  he  does,  a  Heartspring  staff 
member  will  return  home  with  him  and  stay  a  few  days  to  make 
reintegration  as  smooth  and  effective  as  possible. 

Home  is  where  the  heart  is,  and  Heartspring  is  where  the  hope 
is.  Let  us  build  a  program  for  your  child.  Call  ttxlay. 

^  HfflKTSPRING' 

^ A  lifeskills  learning  center 

2400  JARDINE  DRIVE  ♦  WICHITA.  KANSAS  67219  4699 
1  300-  835-1043 

Formerly  the  liutitHtc  o/ /.(iKo/wlics 
U>?4  -  txlebrating  60  Years  Of  Service  -  I W4 


fear  this  problem  will  hinder  her  social 
life,  especially  as  she  gets  older 

We  use  scarves  around  her  neck  to 
keep  her  clothing  dry  during  the  day. 
We  need  to  change  the  scarf  approxi- 
mately seven  or  eight  times  daily.  Inter- 
estingly, she  doesn't  drool  during  the 
night. 

Our  daughter  has  had  oral-motor 
therapy  since  she  was  a  toddler,  but  we 
have  seen  little  improvement.  We've 
also  tried  a  medication  which  did  not 
help.  We  would  like  to  hear  from  any- 
one that  has  had  any  success  treating 
this  problem.  We  are  particularly  inter- 
ested in  hearing  of  results  of  surgery  to 
correct  this  condition. 

G.G.,  Minnesota 

Necrotizing  Enterocolitis 

I  am  writing  in  search  of  others  who 
have  a  child  with  necrotizing  enterocoli- 
tis (NEC).  My  three-year-old  daughter 
developed  NEC  at  four  days  of  age.  I 
would  appreciate  any  information  about 
this  condition.  I  am  looking  for  informa- 
tion about  long-term  health  a:id  care. 

J.M.,  Colorado 


Cogan  Syndrome 

We  are  the  parents  of  two  children, 
Derek,  who  is  almost  four  years  old, 
and  Sarah,  who  is  thirteen  months  old. 
They  have  a  very  rare  syndrome  called 
Cogan  II  or  congenital  oculomotor 
apraxia  A  child  with  this  condition  is 
unable  to  voluntarily  perform  tlie  rapid 
eye  movements  called  saccades  and 
moves  his  head  because  he  cannot  turn 
his  eyes  quickly. 

In  addition  to  abnormal  head  and  eye 
movements,  both  of  my  children  have 
low  muscle  tone  which  has  gradually 
improved.  Derek  crawled  at  16  months 
and  started  walking  at  25  months.  He  is 
also  delayed  in  his  speech. 

Sarah  is  not  yet  crawling,  pulling  her- 
self up  or  walking.  She  babbles  and 
puts  weight  on  her  feet  Her  head  and 
eye  movements  are  not  as  noticeably 
abnormal  as  her  brother's.  Both  child- 
ren are  getting  physical  therapy  and 
Derek  is  also  getting  speech  therapy. 

We  would  like  to  hear  from  other 
families  who  have  a  child  or  children 
with  Cogan  II  syndrome.  We  would  like 
to  know  about  the  problems  we  may 
lace  when  the  children  get  older 

D.T.&K.T,  Kentitrky 
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Finally^  education  on  video  tape  to  help 
parents  help  their  children  with  special  needs. 

Through  this  ad  parents  will  receive  over  40%  discount  from 
the  clinical  catalog  prices.  The  following  tapes  can  now  be 
purchased  by  parents  for  $39.95  through  Exceptional  Parent. 


Potty  Learning  For  Children  Who  Experience  Delays, 

by  Susanne  R.  Hays,  M.S.,R.N.,C.R.R.N. 

This  video  presents  a  unique  developmental  approach  to  supporting  the  child 
in  learning  independence  in  the  management  of  "bathroom"  skills.  Specific 
areas  covered  include  readiness  for  potty  learning,  parent  responsibilities,  child 
responsibilities  and  how  to  implement  a  successful  program.  ED  077OD 


Effective  Intervention  For  Self-Feeding  Success, 

by  Christine  A.  Nelson,  Ph.D.,OTR. 

Learn  this  step  by  step,  reverse  chaining  method  of  teaching  feeding  to  mentally 
retarded  &  physically  limited  children.  An  effective  and  easy  to  follow  program 
for  parents  which  provides  the  tools  needed  to  be  successful  in  moving  your  child 
toward  independent  self-feeding.  Applicable  to  children  of  all  ages.  ED  078OD 


Massage  For  The  Infant  With  Developmental  Disabilities, 

by  Susanne  R.  Hayes,  M.S.,  R.N.,  C.R.R.N. 
Certified  Infant  Massage  Parent  Instructor. 

This  video  will  show  parents  how  to  stroke  their  infants  and  children  with 
special  attention  to  methods  which  honor  the  infant's  individual  concerns. 
A  valued  resource  for  every  parent  to  assist  their  child's  development. 

  ED  079DD 


Mail  to:  Eicepfional  Parent,  Dept.  EP9407,  P.O.  Box  8  045,  Brick,  N.J.  08723 


Near  Normal  Feeding  For  Infants  With 
Oral-Facial  Anomalies, 

by  Susanne  R.  Hays,  M.S.,  R.N.,  C.R.R.N. 

Nippling  for  infant's  bom  with  cleft  lip  and/or  pala'e 
can  be  very  difficult.Because  of  this  anomaly  of  oral 
structure  the  normal  feeding  process  is  affected.  Infants 
can  fail  to  thrive  very  soon.  This  video  outlines  the 
common  variations  of  oral  defects,  feeding  c.incems 
inherent  with  each  type  and  easy  intervention  strategies 
♦uo*  .parents  can  follow.  ED  080OD »  '  ^' 
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Chondrodysplasia  Punctata 

B.H.  &  V.H.  (May  1994)  are  parents  of 
a  three-year-old  daughter  who  has 
been  diagnosed  with  chondrodyspla- 
sia punctata,  aiso  known  as  Conradi- 
Hunermann  syndrome.  After  doctors 
told  them  that  there  were  no  other 
cases  of  chondrodysplasia  punctata  in 
the  United  States,  B.H.  &  V.H.  found 
another  child  with  the  syndrome  w  im- 
tioned  in  a  Search  letter  published 
several  years  ago.  lliey  hoped  to  con- 
tact other  families  who  have  dealt 
ivith  this  condition. 

I  felt  happy 
when  I  read 
your  letter  and 
wanted  to  let 
you  know  that 
there  is  some- 
one like  your 
child.  That's  me! 
I'm  a  girl.  I  am 
eight  years  old. 
I'm  ill  second 
grade. 

I  want  to  teU 
you  not  to  be 
scared.  I  had 
surgery  on  my 
eyes  and  my 
back.  I'm  short,  but  it  doesn't  bother 
me  and  I'm  sure  it  won't  bother  your 
kid.  I'm  very  smart.  I  can  walk,  but  I 
need  a  lift  in  my  shoe. 

M.M.,  Louisiana 

Chromosome  Translocation 

K.H  (March  1994)  ivanted  informa- 
tion on  her  son's  chromosomal  abnor- 
mality, a  complex  translocation 
between  chromosomes  five  and  si,r. 

Your  letter  caught  my  eye  because 
my  three-year-old  son  has  an  unbal- 
anced translocation  involving  chromo- 
somes four  and  twelve.  This  disorder 
has  affected  his  muscle  tone  and  con- 
nective tissues.  He  cannot  crawl  or 
walk;  he  also  has  a  speech  delay. 

You  may  want  to  look  into  an  organi- 
zation called  Chromosome  Deletion 
Outreach  (Box  280,  Driggs,  ID  8M22, 
20H/:354-a55()).  They  maintain  a  direc- 
tory of  families  who  have  chiidn'n  with 
variou.s  chromosonial  disorders  and  Uy 
t(i  match  people  detiling  with  similtir 
conditions.  Five  dollars  will  get  you  on 


the  mailing  list  for  the  newsletter,  you 
can  let  them  know  if  you  would  like  to 
be  part  of  the  database  for  matching 
families. 

B.G.,  Flmida 

Ischemic  Strokes 

B.S.  and  T.S.  (April  1994)  asked  for 
information  about  conditions  that 
would  cause  multiple  ischemic  strokes 
in  children.  Their  daughter  has  been 
tentatively  diagnosed  with  Moyamoya 
disease. 

Our  17-year-old  daughter,  Beth,  has 
Moyamoya  disease.  At  age  two,  she  had 
an  ischemic  stroke  affecting  her  entire 
left  side.  A  year  later,  she  had  another 
that  affected  her  entire  right  side  and 
her  speech.  At  that  point,  she  was  diag- 
nosed with  Moyamoya  disease.  Her 
doctors  predicted  that  she  would  not 
live  long.  About  a  year  later,  however, 
she  had  surgery  to  induce  circulation 
to  her  brain.  She  didn't  have  another 
meyor  stroke  but,  for  years,  continued 
to  have  daily  "mini-strokes,"  transient 
ischemic  attacks  (TIAs). 

In  December  1992,  Beth  started  tak- 
ing 20  mg.  of  Cardene  every  day.  Car- 
dene  is  a  calcium  channel  blocker  that 
prevents  the  contraction  of  arteries  and 
is  most  commonly  used  in  heart 
patients.  Beth  has  not  had  a  TLA  or 
migraine  since  she  took  the  first  piU. 
Now,  she  is  alert  and  feeling  well  all  the 
time.  She  has  severe  physical  disabili- 
ties as  a  result  of  her  strokes,  but  is  a 
very  happy  teenager  who  loves  music, 
malls  and  the  telephone  (she  uses  a 
TouchTalker  with  a  speaker-phone).  We 
feel  like  we  have  had  a  miracle! 

T.E.,  Illinois 

Bleeding  During  Seizures 

J.W.  (April  1994)  hoped somevne 
could  give  fier  a  possible  explanation 
for  why  hei- daughtei;  Briannn,  bleed", 
fivm  Iter  mouth  and  nose  wlmi  she 
has  seiziuvs. 

I  was  interested  to  hear  that  your 
daughter  has  bleeding  from  her  mouth 
and  nose  wlii'n  she  seizures.  Our  son, 
Craig,  is  twelve  and  has  4i>  (Wolf- 
Hii-schhoni)  syndrome.  He  has  had 
seizures  since  he  was  eight  months  old. 

Several  years  ago,  Craig  began  vom- 


iting bloody  material  with  his  seizures. 
It  wa«;  always  a  small  amount  and 
stopoed  quickly.  I  associated  the  bleed- 
ing \  /ith  the  medication  I  was  giving 
liim  .br  Uie  seizures.  However,  the 
medication  was  given  by  rectum  with 
mineral  oil,  like  a  small  enema  so  I 
couldn't  imagine  how  it  was  affecting 
his  stomach. 

Last  February,  Craig  began  vomiting 
blood  with  a  seizure  but,  this  time,  the 
bleeding  did  not  stop.  He  was  hospital- 
ized for  a  week.  Doctors  did  an  upper- 
gastrointestinal  examination  and  ultra- 
sound. These  tests  showed  nothing 
except  gastric  reflux.  After  coming 
home,  he  was  fine  for  two  weeks,  then 
began  vomiting  blood  again — ^and  this 
time,  the  bleeding  was  not  seizure- 
induced.  The  gastroenterologist  did  a 
stomach  gastroscopy  and  biopsy.  He 
found  that  Craig  had  severe  erosive 
esophagitis,  as  well  as  nodemal  ero- 
sion, which  proved  positive  for  a  bacte- 
rial infection.  Craig  was  put  on  antibi- 
otics for  the  infection,  and  began 
taking  other  medications  for  the  gastric 
reflux  which  had  caused  the  esophagi- 
tis in  the  first  place. 

I  wanted  to  alert  you  to  the  possibil- 
ity that  your  daughter  has  a  similar 
condition.  Craig's  esophagus  had  been 
slowly  eroding  for  years;  we  just  didn't 
realize  it.  Apparently,  the  stress  of  the 
seizures  caused  periodic  bleeding. 

B.R.,  Vermont 


Prader-Willi  Syndrome 

CM.  (May  1994)  is  the  parent  of  a 
three-year-old  daughter  who  has  been 
diagnosed  ivith  Prader-Willi  syn- 
drome. She  was  looking  for  informa- 
tion about  the  lives  of  children  with 
the  same  diagnosis. 

There  are  other  sources  of  informa- 
tion in  addition  to  the  Prader-Willi  Syn- 
drome Association  mentioned  in  the 
Editor's  Note  following  your  Searr//.  let- 
ter. The  quarterly  journal  Prader-Willi 
Perspectives  (4^"  HoUy  Lane,  Roslyn 
Heights,  NY  11577, 800/358-0682)  spon- 
sors the  I'rader-Willi  Syndrome  Interna- 
tional Information  Forum,  a  worldwide 
network  of  parent-to-parent  and  par- 
ent-to-professional referrals  that  brings 
together  people  with  similar  concerns. 
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S're  reverse  side  for  subscription  details 


Membership  is  free,  and  members 
receive  a  newsletter,  as  well  as  24-hour- 
a-day  access  via  telephone,  fax  and 
e-mail. 

The  Prader-Willi  Foundation  (223 
Main  Street,  Port  Washington,  NY 
1 1050, 800/253-7993)  is  another  valu- 
able source  of  infonnation.  The  Foun- 
dation also  issues  newsletters  and 
other  printed  material  of  interest  to 
families. 

S.T.,  New  Yo7± 


Ritalin  and  Autism 

L.S.  (May  1994)  is  the  parent  of  a 
four-year-old  boy  with  autism.  A  doc- 
tor had  recommended  the  use  of 
Ritalin  to  improve  her  son's  concen- 
tmtion  and  decrease  his  distmctibil- 
ity.  L.S.  wondered  whether  the  med- 
icalimi  would  be  effective.  She  also 
wondered  about  possible  side  effects. 

Our  nine-year-old  son,  Jeffrey,  has 
been  diagnosed  with  autism  and  atten- 
tion deficit  hyperactivity  disorder 
(ADHD).  He  has  been  on  Ritalin  for  a 
year.  Jeffrey  started  with  a  dose  of  2.5 
mg.  a  day.  He  now  takes  a  5-mg,.  dose 
three  times  a  day. 

The  medication  has  been  effective  in 
improving  Jeffs  attention  and  focus, 
especially  at  school.  Most  days  are 
good;  some  are  great;  a  few  are  days 
when  it  seems  as  if  he  didn't  take  the 
medication.  The  only  "negative"  side 
effects  have  been  decreased  appetite 
and  a  sometimes  too-intense  focus  on 
what  he  is  doing.  Of  course,  fact  ore 
other  than  the  medication  affect  Jef- 
frey's focus  and  learning.  Tliese  factors 
include  the  type  and  length  of  the  activ- 
ity in  which  lie  is  involved,  transition- 
ing issues,  the  amount  of  encourage- 
ment he  is  receiving  and  his  general 
health  and  mood.  Of  course,  these  are 
factors  that  affect  all  of  us! 

G.S.  &  B.S.,  Npu'  York 

'.  '  1  have  a  four-year-old  son  with 
autism.  For  the  past  year  and  a  half,  he 
has  been  taking  2.5  mg.  of  Ritalin  a  day. 
Wr  asked  our  physician  to  try  Ritiilin 
with  our  son  because  we  have  two 
danghtors  and  numerous  other  rela- 
tives with  ADHD.  We  had  seen  autistic- 
like  behaviors  in  them  ;uk1  thought,  "If 
Ritiilin  helps  them,  maybe  it  could  help 
our  son." 

Before  this,  my  son  would  not 
re.spond  to  noises,  his  name,  people — 
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anything.  He  had  all-consuming,  self- 
stimulating  behaviors  that  included 
running  in  circles  wiule  twirling  his 
fingers  in  front  of  his  eyes. 

The  doctor  started  him  on  a  low 
dose  (2.5  mg.)  of  Ritalin  because  of  his 
size  and  age.  He  became  able  to  sit  and 
pay  attention  at  school,  at  home  and 
during  therapy  sessions.  He  started  to 
respond  when  his  name  was  called  and 
began  to  follow  simple  commands. 
Self-stimulating  beha\'ior  also 
decreased  substantially — to  the  point 
where  he  would  stop  "self-stim"  when 
told  to  do  so. 

When  the  doctor  increased  the  dose 
to  5  mg.  every  morning,  our  son  began 
having  frequent  tantrums  involving 
screaming,  crying  and  physical  aggres- 
sion. After  a  month — we  thought  this 
was  a  fair  trial — we  brought  him  back 
down  to  2.5  mg.  The  tantrums  sub- 
sided. Then,  we  tried  2.5  mg.  tvrice  a 
day;  he  responded  by  being  very  whiny 
and  resistant  to  any  activities  that  were 
not  of  his  choosing.  So,  we  went  back 
to  2.5  mg.  and  a  happy,  loving  child. 

KG.,  Arizom 


□  Our  seven-year-old  son  is  mildly 
autistic.  When  he  was  almost  four 
years  old,  he  was  diagnosed  with  per- 
vasive developmental  disorder  (PDD) 
and  ADHD.  The  doctor  prescribed  2.5 
mg.  of  Ritalin  twice  daily.  After  a  few 
weeks,  we  began  to  see  frightening  side 
effects.  He  began  biting  and  scratching 
himself  until  he  bled.  He  banged  his 
head  repeatedly.  Sometimes,  he  would 
go  into  what  we  called  a  "robotic 
state."  We  could  not  get  his  attention, 
make  eye  contact  or  obtain  any 
response,  even  when  we  t\imed  his 
favorite  videotape  off — he  just  stared 
into  space.  Then,  a'l  of  a  sudden,  he 
would  give  out  a  blood-curdling 
scream,  cry  hysterically  and  slap  his 
face  with  both  hands.  He  also  slept 
much  more  than  normal,  wluch  low- 
ered his  physical  activity  level.  We  dis- 
posed of  the  medication  and  within  a 
few  days,  had  our  son  back  again. 

We  no  longer  have  him  on  any  type 
of  medication.  He  is  doing  very  well  at 
school;  we  have  learned  to  deal  with 
problems  as  they  come  up. 

L.C.,  Illinois 
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Letters 


Kimberly-Clark  "Listens 
and  Cares" 

A  letter  in  the  September  1993  issue  of 
Exceptional  Parent  magazine  encour- 
aged interested  readers  to  write  to 
Kimberly-Clark  Corporation,  the  maker 
of  PULL-UPS*  training  pants,  to  ask  for 
a  larger,  PULL-UP&style  product  for 
older  children. 

The  response  from  your  readers  was 
overwhelming.  At  the  time,  we  were 
able  to  tell  them  that  the  product  they 
were  asking  for  was  under  develop- 
ment. Well,  I'm  h£^py  to  say  that  the 
product  is  now  available  in  stores 
throughout  North  America. 

We  recently  introduced  PULL-UPS* 
GOODNITES'"  absorbent  underpants 
for  o'.der  children  who  need  absorbent 
protection.  This  new  product  has  a 
white,  cloth-like  outer  cover  and  offers 
children  who  need  it  a  discreet,  trim- 
fitting  undergarment  that  provides 
maximum  absorbent  protection. 

The  best  news  is  that  parents  who 
have  tried  this  product  for  their  child- 
ren love  it.  We  have  already  received 
many  letters  thanking  us  for  listening 
and  for  providing  a  product  that 
uniquely  meets  their  children's  needs 


for  discreet  protection. 

Please  pass  on  my  thanks  to  your 
readers  who  were  concerned  enough 
to  contact  us  about  this  product. 
Believe  me — ^we  listen  and  we  care.  We 
also  welcome  any  comments  your 
readers  may  have  about  our  new 
GOODNirES""  product. 

Thomas  J.  Folk 
Group  President,  I-nfant  and  CkUd  Care 
Kimberly-Clark  Corporation 

Learning  Disabilities 
and  Inclusion 

I  am  the  parent  of  two  f-hildren  with 
leamihg  disabilities  and  a  long-time 
subscriber  to  Exceptional  Parent.  The 
timing  of  various  articles  continues  to 
amaze  me!  Many  times,  when  searching 
for  specific  informeition,  along  came 
my  copy  of  Exceptional  Parent  with 
exactly  the  information  I  needed.  The 
April  1994  issue  and  Dr  Edwin  Martin's 
guest  editorial,  Inclusion:  Rhetoric  and 
Reality,  was  on^  such  case. 

The  information  Dr  Martin  provided 
is  something  I  have  been  seeking. 
Unfortunately,  many  educators  do  not 
understand  learning  disabilities  and,  as 


a  result,  our  children  suffer  Parents 
Aware  for  Children,  an  advocacy  group 
with  which  I  am  involved,  has  made  a 
proposal  to  the  local  public  schools  to 
provide  inservice  training  on  learning 
disabilities  and  attention  deficit  disor- 
der for  regular  and  special  education 
teachers  dming  the  1994-95  school 
year.  Dr  Martin's  article  gives  a  good 
overview  of  the  complexities  of  inclu- 
sion for  children  with  learning  disabili- 
ties. I  know  we  can  use  this  informa- 
tion to  help  children  with  learning  dis- 
abilities succeed.  Thank  you  for  a  won- 
derful magazine  and  a  superb  article. 

J.W.,  Neiv  Mexico 


Thank  You 

A  recent  mailing  I  received  from  the 
National  Tuberous  Sclerosis  Associa- 
tion (NTSA)  inspired  me  to  write  to 
you.  I  was  surprised  to  learn  that  NTSA 
began  as  the  result  of  a  mother's 
Search  letter  published  in  Exceptional 
Parent  20  years  ago. 

My  husband  and  I  are  actively 
involved  with  NTSA  because  our  four- 
year-old  daughter  has  tuberous  sclero- 
sis. We  are  lucky  because  she  is  doing 


*■  Ta  reach  out  to  parenU 

qf  children  with  disabiliHes 
and  special  health  care  needs. 

>-  Taen^ower  mothers  ani 
faOtara  by  providing  practical 
irtformaiim  and  emotional 
support 

EiiTiiim  awmiT  lim 

USA  BUJMBEKO,  J.D.,  Coiporate 
Attorney,  Aetna  Life  Imunnee, 
Hartford,  CT 

T.  BEUY  BRAZELTON,  M.D.,  Cllnkal 
Profesgor  Emeritus  of  Pediatrics, 
Harvard  Medical  School,  Boston,  MA 

FKANCBS  P.  CONNOI,  Bd.D., 
Profewor  Erne  rlta,  Special 
Education,  Columbia  University 
■Psachers  College,  New  Yotli,  NY 

ALLEN  C.  CBOCKEI,  M.D.,  Director, 
Developmental  Evaluation  Center, 
Chlldr«n'8  HoapiUl,  Boiton,  MA 


EU  FACrOB,  DJU.D.,  Parent, 
President,  Wheelchair  Motorcycle 
Association,  Brockton,  MA 

HUKXAI  FEINGiMJ),  H.D.,  Physlclan- 
In-Chief,  Natlor  jl  Birth  Defects 
Center;  Franciscan  Children's 
Hospital,  Boston,  MA 

SANDKA  B.  FLEISHMAN,  Parent, 
Coordinator,  World  of  Difference 
Project,  Anti.Detairttion  League, 
Boston,  MA 

BSUCB  H.  QANS,  H.D.,  President, 
Rehabilitation  Institute  of  Michigan, 
Inc.,  Detroit,  Ml 

SOL  GOIDON,  Phi).,  Professor 
Emeritus,  Chik)  and  FanUiy  Studies, 
Syracuse  University,  Syracuse,  NY 

STANLEY  L  GBEEiePAN,  MJ)., 
Clinical  Professor  of  Paychiatiy  and 
Behavioral  Pediatrics,  George 
WuMngton  University  Medical 
School,  Wuhlngton,  DC 

HEIBEBT  i.  OBOSSMAN,  M.D., 
Professor  of  Pediatrics,  Neurolofy, 
and  Psychiatry,  Univ.  of  Michigan 
Medical  Center,  Ann  Art>or,  Ml 

DAVID  HIBSCH,  M.D.,  Phoenix 
Pediatrics,  Phocnljt,AZ 

eOODWlN  D.  KATZEN,  Former 
Executive  Dh«ctor,  Rockland  County 
Center  for  the  Physfcally 
HaiMUcapped,NcwClty,NY 


SUSAN  M.  KLEIN,  PhJ).,  Professor 

of  Special  Education,  School  of 

Education,  Indiana  University, 

Bloomlngton,  IN 
DINALOBBL,EdJ).,OTB, 

Associate  Professor,  Department 

of  Occupatkinal  Therapy,  School 

of  Education,  New  York  University, 

New  York,  NY 
EDWIN  W.  MABTIN,  Ph.D.,  President 

&  CEO,  National  Center  for  Disability 

Services,  Albertson,  NY 
JAMBS  MAY,  MA.,  H.E(L,  Project 

Director,  Nattonal  Fathers'  Network, 

BeUevue,WA 
JBANB.MeOKEW,Pk.D., 

Superintendent,  Gleiibrook  School 

District  #22B,Glenview,IL 
BDWUU)  NZWMAN,  Fk.D.,  Professor, 

l^mple  University  School  of  Social 

Administration,  PhlladelphJa,  M 
BmY  PENDLEI,  M.8.,  Parent, 

Member,  New  York  State 

Developmental  Disabilities  Planning 

Council,  New  York,  NY 
STEVEN  P.  PEBLMAN,  D.D.S., 

M.SC.D.,  Assistant  Cllnlr«l  l>rofessor, 

Boston  University  School  of 

Dentistry,  Boston,  MA 
HABVEY  PBES8MAN,  President, 

Corporation  for  Opportunity 

Expansion,  Newton,  MA 


SIEGFBIEO  M.  PUESCHEL,  M.D., 
PhJ).,  M.PJ1,  Parent,  Prof  of 
Pediatrics,  Brown  Univ.  School  of 
Medicine,  Providence,  RI 

PEGGY  MANN  BINEHABT,  BA., 
Parent,  Director  of  Communications, 
Center  for  Children  with  Chronic 
Illness  and  DlsablUty  University  of 
Minnesota,  Minneapolis,  MN 

JBBOHE  B06NEB,  O.D.,  Professor 
of  Pediatric  Optometry,  University  of 
Houston,  Houston,  IX 

«IABIIXN  BODSSO,  AC&W.,  Director; 
DIsabUIUes  Unlimited  Counseling  & 
Consultative  Service,  New  Yorit,  NY 

BABBABA  J.  8EABUBY,  VLK, 
Director,  Child  Life  Dept.,  Rhode 
Island  Hospital,  Providence,  PI 

HOWABD  SHANE,  Pk.D.,  Director, 
Communications  F,nharK;ement 
Center,  Children's  Hospital, 
Boston,  MA 

CABOL  TINOEY,  Pk.D.,  Parent, 
Psychologist,  Wsetem  Rehabilitation 

Hospital,  Sandy.  UT 
HABOLD  TUBNEB,  D.D.8.,  AssocUte 

Professor,  Retired,  School  of 

Graduate  Dent  try.  Boaton 

University,  Boston,  MA 
IBVINO  KENNETH  ZOiA,  Pk.D., 

Professor  and  Chairman,  Dept 

of  Sock>logy,  Brandels  Unhrertity, 

Wdthaii!,MA 
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P    R    O    G    R,  A  M 


Maintain  your 
daily  independence  through  the  General  Motors 
Mobility  Program  for  Persons  with  Disabilities. 

It  starts  with  a  toll-free  call  to  our  GM  Mobility 
Assistance  Center.  We'll  identify  your  local  driver 
assessment  centers,  list 
your  area's  installers 
of  adaptive  driving 
devices  or  vehicle  ntodi- 
fications  and  suggest 

which  GM  cars  and   

light-duty  trucks  might  work  best  for  you. 

Next,  whether  you  buy  or  lease  a  new  GM 
vehicle  or  dealer  demo  model,  we'll  reimburse  you 
for  the  cost  of  adapting  it-or  for  the  reinstallation 
of  your  own  adaptive  equipment-up  to  $1000. 
Qualified  customers  can  finance  the  cost  of  the 

(Reimbursement  for  leased  vehicle  ad.ipKition  avaiLible  only 
upon  lessor's  approval  to  adapt  vehicle.) 


We're  making 
-   every  day 
Independence  Day 


vehicle  and  any  modifications  through  GM  AC  in  a 
single  transaction  at  participating  dealers. 

The  people  at  GM,  and  GM  dealers  nationwide, 
know  how  important  mobility  is  to  your  everyday 
life.  C^ll  us  today.  Or  contact  your  Chevrolet, 
Pontiac,  Oldsmobile,  Buick,  Cadillac  or  GMC 

Truck  dealer  and  find 
out  how  the  General 
Motors  Mobility  Program 
can  help  make  every 
day  Independence  Day 
for  you. 


CaU  toU-free:  1-800-323-9935 
(TDD  users:  1-800-TDD-9935) 

Reimbursement  of  adaptation  costs,  up  to  $1000 

Financing  available  through  GMAC 

Information  on  driver  assessment  centers  and 
adaptive  equipment  installers 

Free  resource  video,  "On  The  Move  Again" 

24-hour  Roadside  Assistance 
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Our  Toilet  Supports  are 
so  adjustable  toddlers 
thru  adults  can  use  the 
same  one.  We  have  High 
Back  and  Low  Back 
versions.  Poromels,  urine 
deflectors,  foot  rests  and 
smaller  seats  for  young 
children  are  available. 


Our  NEW  Bath/Shower 
Chairs  are  the  most 
adjustable  ones  made.  We 
have  3  models  -  an 
Elevated,  a  Standard,  and 
a  Ro!l-In  Shower  chair. 
Each  model  has  6  sizes  to 
maximize  the  time  of  its 
use.  Your  child  and  you 


For  a  free  brochure  call  or  write: 

The  Adaptive  Design  Shop 

12847  Pt.  Pleasant  Drive 
Fairfax,  VA  22033 
703-631-1585 
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very  well;  her  seizures  are  controlled  and  she  has  no  devel- 
opmental delays.  NTSA,  and  the  other  families  we  have  met 
through  this  organization,  have  been  a  godsend  to  us. 

Last  July,  our  son,  Peter,  was  bom.  At  four  months  of  age, 
we  learned  that  he  had  complete  absence  of  the  left  hemi- 
sphere of  his  cerebellum  and  had  some  brainstem  damage. 
He  may  also  have  a  profound  hearing  loss  in  one  ear.  Our 
neurologist  believes  that  Peter  probably  suffered  an 
intrauterine  stroke  sometime  in  the  second  trimester  and 
that  there  is  absolutely  no  relationship  between  his  disabil- 
ity and  our  daughter's. 

At  almost  10  months  of  age,  Peter  also  is  doing  remark- 
ably well.  His  intellectual  and  fine-motor  skills  are  on  target 
for  his  age,  and  his  gross-motor  skills  are  progressing.  His 
most  obvioui;  impairment  is  an  equilibrium  problem;  he 
holds  his  head  with  his  right  ear  "down"  and  '.ooks  at  the 
world  sideways.  Our  neurologist  and  vaany  other  doctors 
say  Peter  is  one  of  a  kind. 

As  is  the  case  with  most  parents  of  children  with  disabili- 
ties, we  do  not  know  what  Peter  will  do  in  the  future.  But  I 
have  come  to  realize  that  nobody  really  knows  what  will 
become  of  their  children — ^whether  they  have  disabilities  or 
not— so  I  no  longer  wony  constantly  about  my  children's 
future;  I  just  work  hard  with  them  in  the  present 

Thank  you  again  for  being  available  to  parents  like  us! 

S.D.T,  Maryland 

EniToa's  Note:  NTSA  can  be  contacted  at  8000  Cot-pomte 
Dr.,  Ste.  120,  Landover,  MD  20785,  (800)  225-6872. 
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A private,  non-profit  year-round 
residential  school  for  children 
who  are  developmentally  delayed 
and  may  be  multiply  disabled. 


J^erkshire 

jp^Jeadows 


We  believe 
thataU 
children,  no 
matter  how 
severely 
disabled,  can 
make  progress, 
and  that 
through  careful 
assessment  of 
all  asfwcts  of 
development, 

considered  planning  and  teaching, 

round-the-clock  structure,  and  a  nurturing 

environment,  children  can  achieve  their  maximum  potential 


Beautiful  campus  in  the  heart  of  the 
Berkshire  hills,  with  cheery,  conrfortable  semi- 
private  rooms 

Innovative  learning  center  with  unique,  year- 
round  curriculum 

Hydrotherapy  in  an  indoor  therapy  pool 
and  hubbard  tank 

Augmentative  communication  systems 
developed  along  with  total  communication 

Intensive  physical  therapy 

Around-the-clock  advanced  medical  care 

Associations  with  leading  specialists  and  major 
medical  centers 

Affiliation  with  SUNY 

Parentassociationandopen-doorvisiting  policy 


Gail  W.  Charpenti«r,  Executive  Director 
Berkshire  Meadows 
249  North  Plain  Road 
Housatonic,  MA  01236 
413/528-2523 
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An  Excellent  Resource 

As  a  parent  of  a  two-year-old  son  who  has  cerebral  palsy, 
severe  developmental  delay,  a  seizure  disorder  and  blind- 
ness, I  find  Exceptional  Parent  to  be  an  excellent  resource. 
Nothing  is  more  comforting  than  stories  of  other  families  in 
similar  situations.  It  is  very  discouraging  to  be  unable  to 
look  to  the  future,  because  no  one — including  doctors — can 
predict  what  my  son  will  be  capable  of  doing. 

Although  a  few  of  the  articles  have  been  difficult  to  read, 
I  have  forced  myself  to  continue.  I  know  that  stories  about 
the  deaths  of  these  beautiful  children  may  one  day  hit 
home.  These  articles  have  made  me  more  aware  of  how  pre- 
cious life  is.  I  appreciate  every  second  I  have  with  my  son.  I 
hope  more  articles  about  coping  and  preparing  for  p  "hild's 
death  will  appear  in  fut'ire  issues.  To  the  brave  pai  _.its  who 
have  written  these  stories — I  thank  you  and  pray  for  you 
everyday.  I  also  pray  for  every  parent  who  has  a  chUd  with  a 
disability.  God  bless  us  all. 

L.M.Z.,  Neiv  Jersey 


In  Defense  of  My  Daughter 

I  had  to  write  in  response  to  Judy  Horton's  article,  In 
Defense  of  My  Daughter  (March  1994),  which  detailed  the 
author's  method  for  dealing  with  children  teasing  her 
daughter. 

My  10-year-old  daughter,  Josie,  is  hyperactive.  She  jiunps, 
screams  and  sometimes,  curses.  She  has  a  hearing  aid.  She 
also  gets  really  close  to  everything  because  she  has  a  visual 
impairment. 

Over  the  years,  through  trial  and  error,  I  have  developed  a 
system  that  seems  to  work  when  other  kids  tease  or,  more 
often,  just  stare.  If  the  stare  is  real  intense  and  I  have  time,  I 
ask,  "Do  you  have  a  question  about  Josie?"  Sometimes 
children  beat  me  to  it  and  ask,  "Can  she  see?"  or  "How 
come  she  does  that?" 

Children's  curiosity — their  usual  first  reaction  to  Josie — 
creates  a  "teachable  moment."  i  describe  some  of  Josie 's 
disabilities  using  simple  language.  One  child  reacted  to  my 
explanation  by  saying,  "Poor  thing." 

I  said,  "Don't  feel  sorry  for  her.  Just  be  a  friend." 

Sometimes,  kids  have  made  rude  comments  about  Josie 
or  to  her.  Again,  I  first  ask  if  they  have  a  question  about  her. 
I  try  to  assume  that  kids  will  behave  responsibly  if  they 
have  good  information.  So  far,  I  haven't  had  to  go  beyond 
giving  information  in  a  very  matter-of-fact  way,  always  act- 
ing like  disability  is  just  one  part  of  the  normal  human  con- 
dition. 

Incidents  with  my  son,  who  is  black,  have  also  provided 
nie  with  lessons  in  dealing  with  prejudice.  The  first  time 
kids  teased  him,  I  lost  my  temper  and  threatened  to  tell 
their  parents.  However,  I  didn't  think  that  solved  the  under- 
lying problem.  So,  ?xt  tune  it  happened,  I  walked  up  to  the 
kid  and  used  an  idea  I  got  from  a  book.  I  said,  "Name<'alling 
hurts  feelings."  To  my  complete  a]nazement,  the  kid  turned 
away,  totally  embarrassed,  and  left  niy  son  alone  after  that. 

If  education  fails  to  work,  however,  I  would  endorse  Hor- 
ton's firmer  methods!  I  think  it  is  necessary  to  come  to 
terms  witJi  your  child's  disability  before  one  is  able  to  help 
your  child's  peers  do  the  same. 

M.I  I.,  Hawaii 
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made  in 
USA 
PATEm  PENDING 


Proving  good  looks,  convenience 
and  proper  positioning  work 

wonderfully  together. 

*  Three  Models 

*  Grows  from 
infant  to  age  7 

*  Complete 
Positioning 
System 

Easy  to  fold 
Easy  to  transfer 
Easy  to  adjust 
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1-800-388-5278 

126  Rosebud,  #1 
Belgrade,  Montana 
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by  Richard  Epstein 

Introducing  the  Troubleshooter 


Parents  of  children  with  disabili- 
ties face  an  enormous  number  of 
challenges.  They  must  cope  with 
the  physical  and  psychological 
difficulties  inherent  in  a  child's  dis- 
ability or  condition.  In  addition,  tliey 
must  deal  with  school  systems,  gov- 
ernment agencies,  architectural  barri- 
ers and  a  society  that  sometimes 
exhibits  subtle  negative  attitudes  or 
open  hostility  toward  people  with 
disabilities. 

The  inability  to  obtain  health  insur- 
ance coverage  for  children  with  dis- 
abilities can  compoimd  the  frustra- 
tions of  their  parents.  It  can  also  lead 
to  severe  economic  hardship.  Even 
for  parents  who  are  fortunate  enough 
to  have  health  insurance,  the  struggle 
to  obtain  appropriate  benefits  can  be 
overwhelming. 

Parents  of  children  with  disabili- 
ties often  need  help  dealing  with 
health  insurance.  Health  hismvucc 
Tronblesfiooter  is  dedicated  to  pro- 
viding that  help  by  offering  practical 
suggestions  in  response  to  questions 
from  readers.  In  addition,  the  di  part- 
ment  will  focus  on  general  issues  and 
changes  that  may  occur  as  a  result  of 
the  health  care  reforms  being  dis- 
cussed on  the  federal  level  by  Presi- 
dent Clinton  and  congress,  and  by 
the  governments  of  various  states. 

Future  installments  of  Health 
hisurauce  Ttvublesliooter  will  dis- 
cuss ways  that  parents  can  obtain 
health  insurance  for  their  children 
with  disabilities,  even  if  they  have 
had  difflc'ulty  in  the  past. 

We  will  also  review  claim  prob- 
lems resulting  from  difficulties  in 
communication  between  insurance 
companies  and  consumers.  A  com- 
-nu^ii  pi  ubleni,  for  example,  involves 
the  situation  in  which  an  insurance 
company  rejects  a  claim — for  a  hos- 
pital stay,  the  purchase  of  a  wheel- 
chair, x-rays,  diagnostic  tests  or 
other  sei-vices — by  using  the  phrase 
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"not  medicidly  necessary."  This  can 
be  economically  and  emotionally 
distressing. 

In  many  cases,  however,  "not  med- 
ically necessary"  simply  means  that 
the  insurance  company  is  lacking 
adequate  paperwork  to  document  the 
medical  necessity  of  the  product  or 
service  in  question.  In  such  cases,  all 
that  is  required  is  a  letter  from  a  doc- 
tor explaining  that  the  expense  was 
necessary  for  a  specific  illness  or 
condition.  Insurance  companies  gen- 
erally consider  that  kind  of  p^er- 
work,  or  "documentation,"  to  be 
essential,  and  won't  pay  for  a  claim 
imtil  it's  on  file. 

Ideally,  of 
course,  insurance 
companies  should 
communicate 
more  clearly  and 
more  effectively 
mth  consumers. 
In  fact,  they  insur- 
ance companies 
generally  try  to  do 
so.  However,  due 
to  the  number  of 
legal  challenges 
insurance  compa- 
nies have  faced 
over  the  years, 
companies  have 
become  veiy  care- 
ful in  the  way 
they  phrase  expla- 
nations to  consumers.  Unfortunately, 
nusunderstandings  are  common. 

One  reason  for  the  occurrence  of 
iiisunderstandings  between  insur- 
ance companies  and  consumers  has 
to  do  with  the  use  of  technical  tenns 
and  phrases.  Such  terminology  may 
be  well  imderstood  in  the  hesUth 
insurance  industry  but  is  frequently 
misunderstood  by  the  general  public. 
Furthermore,  as  companies  have 
grown  larger,  they  have  come  to 
I  depend  on  pre-written,  computer-gen 


erated,  rather  than  personal  lettei-s. 

Consumers  can  imderstand  insiu"- 
ance  company  behavior  better  by 
knowing  how  insurance  companies 
work  and  what  they  mean  by  specific 
technical  terms  and  phrases.  This 
also  can  increase  the  likelihood  that 
claims  will  be  properly  paid. 

I  first  became  involved  with  health 
insurance  problems  15  years  ago, 
when  my  disability — ^spinal  arthri- 
tis— resulted  in  a  need  to  use  an  elec- 
tric wheelchair.  In  order  to  ensure 
that  my  claims  were  properly 
processed,  I  had  to  learn  how  my 
insurance  company  worked.  A  few 
years  later,  when  the  public  school 


district  in  which  I  teach  switched 
insurance  companies,  I  was  hired  to 
help  solve  the  insurance  problems 
that  many  staff  members  were  expe- 
riencing. Three  years  ago,  I  began  to 
write  a  "Question  and  Answer"  col- 
umn on  health  insurance  for  a  large 
newsi)aper. 
I     As  a  result  of  these  experiences, 
I  have  been  involved  in  helping  to 
solve  hundn>ds  of  health  insunmce 
problems.  I  have  had  the  opportunity 
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PRODUCT  NEWS 


Lightweight  Portability  Solves 
Transport  Problem 

ConvaiJ's  buggies  are  the  answer  ior 
moms  and  kids  on  the  gn.  Long  known 
tor  their  patented  folding  design,  they 
told  with  all  positioning  adaptations  in 
place.  Moms  can  easily  lift  and  store  the 
buggies  in  a  car  trunk.  Great  for  indoor 
or  outdoor  use. 


Full  Range  of  Accessories 

A  choice  ot  up  to  twenty  options  on 
Con\'aids  buggies  includes  a  transparent 
detachable  tray,  made  ot  unbreakable 
Lexan",  and  a  detachable  canopy  tor 
shade  and  protection  trom  the  elements. 


New  BusMn  Tie-Down  Models 

Now  available,  the  Cruiser  Transports,  a 
new  bus/van  tie-down  buggy  line  from 
Con\'aid,  successtully  crash  tested  at  30 
MPH,  20g  decel  in  a  forward-facing 
configuration  with  up  to  170  lb. 
dummy,  using  a  Q-Straint  (with 
positive  lock)  tie-down. 


Good  Looks,  and  Custom 
Comfort  Make  Kids  Smile 

Convaid's  EZ  Rider  makes  transport  easy 
and  tun  with  six  colors,  several  sizes  and 
extensive  adjustability 


Light  weigh  t-, ' 
com()uct  folding,' 
'  |)0.sitioi)ing 


Convaid  continues  to  add  to  its  broad 
.  ,;Mnge  of  ppsitlbrtitig  buggies  to  fit  any  age, 
'  Wy  size  and  most  tight  budgets!;  Choose 
froRt  the:  Ci^uiseT  line:.witb  its  many 
differtnt  positioning  acc«s<>fies,'thc  EZ 
Rider  with  its  quick  foldtag  design,  of  any 
of  Convaid's  compact  folding  h^^.  Plus 
we  offer  the  Ctuijer  Tranipott  line^at 
bus/van  tie-down  5ucces<ifuUy  tc««l  .wl4>: 
up  to  a  170  lb.  dummy. 

iiiii^All  Convaid  buggies  feature  our  patented 
^  ^^ding  design  which  eliminates  slump  and 
''^^(ii^^buwi  of  accidental  fokiin(|.  4iiHigime. 
thcjNipbtlitles. 

<  t.MadckikUSA.  Tiw Y«<ir Waminty. 


ISER 


,tll  tndjv.lor  \iuir  liwi^n vliiHV^  it- 
If  loLaium  ot  yi)unie,nv-i  di'.ilcr: 

1-800/5 5-24 020  ^ 
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PRODUCTS  INC 
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Ci 


S\N  11(11  ON  1  Hi:  Fi  N 

Wrm  In\()  Ti-K  I  On  s 


^^ifi^^  non-lslip  transfer  surface 
r#t -^Qft^^      simple  to  install 


With  an  Aquatec  tsatniin 


f  maa  A  back  supports  for  controiled 


For  more  information  on  our  unique 
affortiable  bathiifts  catl.  wtte  or  ffloc 

AQUATEC* 

Health  Care  Products,  L.P. 

PIIP-ICM  Building  •  1003  International  Drive 

Oakdale,  PA  15071 -9223 
Phone:412-695-2122  •  Fax:412-695-2922 


Circle  #128 


Money  skills?  cooking?  shopping?  grooming? 
housekeeping?  Communication  aids?  software?  videos? 

We've  got  'em. 
And  this  year  we're  offering  •family  value  pricing*, 
discounts  for  individuals  and  family  members. 
Think  about  us  for  holiday  gKt  giving. 
Call  or  write  to  reserve  your  copy  of  Options  todayl 

Httainment 


P.O.  Box  930160  ♦  Verona,  WI  5359W160 
1-800-327-4269  ♦  FAX  1-800-942-3865 
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InvoTek  toys  are  the 
perfect  gift  for  any  severely 
physically  involved  child. 
Popular  toys  for  girl  and 
boys  of  all  ages  have  been 
modified  to  be  switch 
accessible.  Toys  that  are 
presently  available  include: 
Tiger*  2-XL~  Talking 
Robot,  My  Little  Smart  first  words™,  and 
Tyco*  Electric  Racing  Set.  Order  soon  to  ensure 
holiday  delivery.  Limited  quantities  are  available. 
Call  InvoTek  for  a  catalog  and  pricing. 

InvoTek 

CORPORATION 

700  West  20th  Street,  ENRC 
Fayetteville,  AR  72701 
1-800-576-6661 
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Together  We  Will  Reach 
Our  Journeys  End — 

ABetterWorld for  Children  with  Disabilities 

For  mote  than  75  years  Civitans  have  enjoyed  working 
together  to  help  people  in  their  communities. 

 hvitans  worldwide  share  your  hope  for  a  bright 

today,  and  a  brighter  tomorrow.  It  is  that  hope 
which  built  the  Civitan  International  Research  Center 
for  developmental  disabilities,  and  it  is  that  hope 
which  lights  our  path. 

Join  us.  Together  we  will  reach  our  journey's  end. 


HiiiUiiif^  ii  Britrr  VC'arIa  Since 


□ I 'm  inlcTCMod  iii  iiHiiinuiiii)  inMtUcmriit  I'lciic  ^rinl  mitn-  iniorni.itiitii  .ilHtiit  ( 
^c■lMll-  (iuhv  111  m\  Liiniiiiiinil\ 
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di-M-ltipniriiul  (liuliiliiK-^  M-iul  iiiiift  iiil'iniijtMiii 

Namo     _  
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CIVITAN  INTERNATIONAL.  I-'O  BOX  130220,  BIRMINGHAM  AL  35213  (800)  CIVITAN 
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On  Aisle  V,  we're 
selline  Macintosh 


computers 
by  the  bundle. 


Aisle  17  is  filled  with  Madiitosh 
solutions.  For  children  and  adults 
with  disabilities.  And  for  rehabilita- 
tion professionals.  Now  the  power 

of  personalized  computing  is  as 
easy  to  buy  as  it  is  to  use. 


A  bundle  is  a  total  solution  coasisting 
of  a  Nfecintosh*  an  Apple"""  printer  and 
a  wide  variety  of 
spaiallyseleaed 
software. 


Qill  .^isle  r  loclay.  Y()u1l  liiul  liicixlK'  people,  liillv  prepared 
U)helpy()ii  nieei  y()Lirpers()nalo)iiipiitiiigneecls.  . 


o  1-800-600-7808,  l-800755-06oi(1lV).Tlie%le  Computer  DLsabiHtySolution^^ 
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Hie  Dangerous  Yew 

And  other  tales  of  growing  up  with  blindness 

by  Sally  Caroline 


jBhere  is,  of  course,  nothing  inherently  amusing 
about  blindness,  or  any  other  disability  for  that 
matter  Blindness  imposes  all  sorts  of  frustrating 
fii  limitations  and  complicates  some  of  life's  most 
basic  tasks.  Still,  life  goes  on— busy,  demanding, 
annoying. . .  and  yes,  funny.  Our  family  members,  like 
those  of  families  around  the  world,  are  bound  together 
by  collective  memories  that  have  been  built  up  over 
many  years.  My  daughters,  Rebecca  and  Melinda,  are 
young  women  now,  off  living  their  own  lives,  but  many 
of  the  funny  stories  that  the  family  still  retells  revolve 
aroimd  Rebecca's  blindness. 

Your  Other  Ufl 

As  if  blindness  was  not  disorienting  enough,  Rebecca 
also  has  had  to  cope  with  a  slightly  defective  mother 
Now,  I  don't  know  exactly  how  one  would  define  my 
disability— directional  dyslexia,  perhs^s?  It  isn't  that  I 
don't  know  my  right  from  my  left;  it's  just  that  I  can't 
seem  to  name  them  correctly  with  any  consistency. 
One  day,  when  Rebecca  was  in  third  or  fourth  gi"ade 
and  no  longer  had  "traveling  vision,"  she  came  into 
the  living  room  to  ask  if  I  knew  where  the  three- 
hole  pimch  was.  Either  her  sister  or  dad  had  used 
it  and  failed  to  return  it  to  its  proper  place  on  the 
kitchen  shelf.  I  glanced  aroimd,  spotted  it  aban- 
doned on  the  floor  and  replied,  "It's  right  here,  on 
the  floor  about  five  steps  to  your  left." 

Rebecca  confidently  headed  off,  as  I  suddenly 
realized  it  was  to  viy  left  all  right,  but  since  she  was 
facing  me,  it  was  to  her  right. 

"No,  no!"  I  exclaimed.  "I  meant  your. . . 
uh. . ." — the  word  had  deserted  me — "uh. . . 
your  other  left." 

Becca  stopped  in  her  ti^acks  and  shot  me  the 
most  incredulous  of  looks.  Then  she  slowly  and 
patiently  f>sked,  "Would  that  be  the  'left'  that  the  rest  of 
us  call  'right,'  Mom?" 

That  incident  proved  to  be  a  learning  experience 
for  Rebecca.  Even  today  if  I  give  her  directions,  she 
takes  an  exploratory  step  or  two  in  the  direction  I 
name  and  waits  for  me  to  correct  myself.  Wise  move. 

Playing  "Popeye" 

Rebecca  had  always  attended  public  school  in  our 
small  town.  Over  the  ye  .rs,  as  her  vision  deteriorated, 
her  friends  ac^usted  quite  matter-of-factly.  When  she 


was  in  fifth  grade,  Rebecca  had  to  have  both  eyes 
removed.  They  were  replaced  with  ocular  prostheses, 
often  called  "glass  eyes,"  though  they  are  now  made  of 
some  wonderful  type  of  plas^c  Becca,  along  with  her 
classmates,  took  this  new  development  in  stride. 

Shortly  after  Rebecca's  return  to  school,  while  her 
body  and  her  prostheses  were  still  a(^justing  to  each 
other,  she  attended  an  all-school  assembly  with  her 
class.  During  the  assembly,  Becca  suddenly  sneezed, 
and  out  popped  one  of  her  prostheses! 

The  young  man  sitting  next  to  her  saw  where  it  had 
landed,  retrieved  it  for  her,  and  handed  it  to  her,  saying 
simply,  "Here's  your  eye,  Becky." 

"Thanks  a  lot,"  she  replied,  and  as  unobtrusively  as 
possible,  popped  it  into  her  mouth  to  clean  off  any  dust 
and  dirt,  then,  replaced  it  in  its  socket.  After  the  assem- 
bly, she  went  to  the  school  nurse  because  she  wasn't 
quite  sure  if  there  was  something  else  she  should  do  to 


clean  the  prosthesis  and  avoid  infection.  Apparently, 
she  explained  t  he  situation  to  the  nurse — by  this  time  a 
very  good  friend— by  saying,  "I  just  got  through  playing 
Popeye." 

The  very  idea  quite  discombobulated  the  poor 
woman — this  wiis  not  an  everyday  event  in  the  life  of  a 
small-town  school  nurse — and  she  called  me  in  a  bit  of 
a  dither  Well,  we  all  were  pretty  new  to  this  prosthesis 
business,  but  I  knew  enough  to  be  able  to  reassure  hen 
"As  long  as  Becca  reports  no  discomfort  that  would 
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indicate  dirt  in  the  socket,  just  rinse  the  eye,  right  in 
place,  with  some  sterile  saline.  We'll  do  a  thorough 
cleaning  of  the  socket  and  prosthesis  when  she  gets 
home."  That  nurse  eventually  went  into  a  different 
kind  of  nursing  and  has  now  retired,  but  I  still  run  into 
her  around  town  and  she  always  recalls  "the  day 
Rebecca  played  Popeye!" 

Kids  Say  the  Darndest  Things 

Kids  are  amazingly  forthright  and  direct,  and 
also  wonderfully  accepting  once  their  ques- 
tions have  been  answered.  Fortunately, 
Rebecca  has  never  been  bothered  by  hon- 
est questions  about  her  condition  and 
has  always  been  willing  to  answer  them 
as  clearly  as  possible.  A  family  friend  has  a 
daughter  about  five  years  younger  than 
Rebecca  When  this  little  girl  was  about 
six,  she  evidently  began  to  think  about 
Rebecca's  blindness  in  practical  terms.  The 
kids  were  having  a  snack  one  day  when  Helen  turned 
to  Rebecca  and  asked,  "How  do  you  find  your  mouth?" 

This  was  one  question  Rebecca  really  couldn't 
answer — you  don't  need  to  see  to  find  your  mouth, 
you  just  do  it!  Finally,  Rebecca  said,  "Well,  close  your 
eyes  and  take  a  bite  of  your  cookie." 

Helen  did. 

"How  did  you  find  your  mouth?"  Rebecca  asked. 

A  big  smile  spread  over  Helen's  face  and  she 
looked  relieved.  Apparently,  it  had  bothered  her  quite 
a  bit  that  Becca  might  not  be  able  to  eat  without  lots 
of  trouble.  "I  guess  it's  not  a  problem,  huh?"  she  said. 

"Well,"  Becca  answered,  "Sometimes  it's  hard 
finding  food  on  your  plate,  or  making  it  stay  on  your 
sUverware.  But  no,  finding  your  mouth  is  not  a  prob- 
lem." Kids  think  about  the  most  interesting  things  and 
ask  the  best  questions. 

Battling  Bushes  and  Dogs 

Like  most  suburban  mothers,  I  ran  a  "taxi  service" 
throughout  all  the  years  my  daughters  were  in  school. 
One  day  I  had  to  pick  Becca  up  early  to  go  to  an 
appointment.  We  had  worked  out  a  system  whereby  I 
parked  at  the  end  of  the  drive  nearest  a  side  door 
Becca  would  step  out  that  door  and  I'd  toot  the  horn 
once,  so  she  knew  I  was  there. 

That  day,  she  appeared  on 
time,  backpack  over  one 
shoulder,  white  cane  in 
the  other  hand.  She 
had  to  come  down  a  ^ ' 

short  paved  path  and 
make  a  90  degree 
turn  onto  the  drive,  a 
route  she  traveled  reg- 
ularly. But  for  some 
reason,  this  day,  she 


made  her  turn  a  few  steps  early.  Her  cane  promptly 
encountered  a  low  yew  bush  planted  beside 
the  walk.  Realizing  her  error, 
she  took  a  small  step  back, 
but  her  cane  had  become 
quite  thoroughly 


entangled  in  the  yew's  branches.  She  proceeding  to 
engage  in  what  resembled  a  sword  fight  for  perh^s  30 
seconds  before  managing  to  extricate  her  cane.  This 
looked  so  funny  that  by  this  time  she  opened  the  car 
door,  she  found  her  mother  quite  collapsed  with  a  fit  of 
the  giggles.  After  I'd  recovered  enough  to  explain 
myself,  we  both  collapsed  into  another  fit  of  the  giggles 
and  arrived  at  our  destination  still  periodically  chuck- 
ling. This  has  evermore  been  known  in  our  family  as 
the  tale  of  Rebecca  and  the  Dangerous  Yew,  which  she 
bravely  battled  into  submission  with  her  sword-cane. 

About  the  same  time  as  the  yew  incident,  Rebecca 
encountered  another  adventure  involving  her  cane.  In 
middle  school,  classes  were  held  in  two  separate 
buildings  set  close  together  on  the  same  lot.  Rebecca 
would  leave  one  class  a  few  minutes  early  in  order  to 
cross  to  the  other  building  ahead  of  the  mob  scene 
that  erupted  at  the  end-of-period  bell.  As  she  was 
crossing  the  courtyard  one  day,  up  bounded  a  large, 
playful  dog  who  grabbed  Rebecca's  "stick"  in  his  pow- 
erful jaws  and  tried  to  make  off  with  it.  A  tug-of-war 
began.  Neither  side  could  win,  but  neither  would  back 
off,  either  Fortunately,  a  couple  of  Rebecca's  class- 
mates chanced  to  look  out  the  window  and  see  her 
predicament.  With  the  teacher's  permission,  three 
young  men  ca:Tie  running  out.  Two  got  the  dog 
_  to  let  go  of  his  "stick"  and  held  him  at 

^  bay  yelling,  "Make  a  break  for  it, 

Becky!"  The  third  boy  quickly 
escorted  Becca  the  rest  of  the  way 
across  the  courtyard  and  into  the 
other  building.  Of  course,  they 
all  foimd  this  riotouslv  fuimy, 
and  that  cane,  now  long  since 
retired,  still  bears  quite  a  num- 
ber of  canine  tooth  marks. 
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Adjustable  Bath  Chair  ; 


Europa't  laading  manufacturar 

of  support  furniture  for  physically 
challenged  children  has  developed 
an  immensely  popular  product  to 
make  your  day-to-day  life  easier. 

As  useful  on  the  beach,  in  the 
garden  or  as  a  bathing  aid. 
This  chair  is  now  easily 
available  for  you  direct 
from  the  American 
branch  of  James 
Leckey  Design. 


•  FOLDS  AWAY 

•  LIGHTWEIGHT 

•  SAFE  &  SECURE 

•  FULLY  ADJUSTABLE 


LECKEY 


SUPPORT  FURNITURE 

1250  Main  Street,  Waltham,  M.A.  02154-1763 
Tal:  (617)  891  9414  Fax:  (617)  891  9562 
Freephone:  1-800-LECKEY-O 
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Laughter/  the  Best  Medicine 

Living  with  illness  and  disability  is  certainly  no  day  at 
the  beach;  over  the  years,  our  family  has  shed  many 
tears.  But  Rebecca  came  into  this  world  with  a  sunny 
disposition  and  a  sense  of  humor  that  has  never  com- 
pletely deserted  her,  even  during  the  worst  of  times. 
Her  ability  to  laugh  has  saved  us  all.  Sure,  sometimes 
it  was  a  kind  of  "black  himaor,"  but  we've  managed  to 
laiif^h  our  way  through  some  pretty  horrible  things. 
Nowadays,  I  read  about  current  research  that  shows 
that  laughter  actually  can  be  a  useful  therapy.  I  believe 
it. . .  but,  I'm  glad  we  learned  to  laugh  even  before  it 
became  "medically  correct " 

Sally  Caroline  and  her 
husband,  Peter,  have 
lived  in  Hamilton, 
Massachusetts  for  24 
of  the  27  years  tliey 
have  been  mamed. 
Their  daughter's, 
Rebecca  and  Melinda, 
are  now  adults  and  o?i 
tlieironm.  For  many 
yeais,  Sally  xoorked  as  a  special  education  tutor. 
When  the  grant  money  that  funded  tlmt  position  mn 
out,  she  began  a  new  career  in  retail  sales  which  she 
describes  as  "not  as  challenging,  but  a  lot  of  fun." 


Family  Portrait:  (fmvi  left) 
Sally,  Rebecca,  Melinda  and 
Peter  Caroline. 


AbiLiTATioNsia 

...The  World's  Largest  Selection 
Of  Therapy  Balls  To  Meet  EVERY 
Child's  Needs!! 

Sportime  can  offer  you  Therapy  Balls  in  a  range  of  colors 
and  sizes  from  45cm  to  120cm.  You  can  choose  from 
traditional  colored  Physio-Gymnics*  or  clear 
OpU-Balls*  with  write-on/wash-off  surfaces. 
We  also  have  Bcllballs*  and  Yisualiscrs®  which 
provide  auditory  and  visual  feedback. 

OUR  PATENTED  PHYSIO-ROLL^'' 
Sportime's  unique  Physio-RolF  provides 
security  and  comfort  for  your  children. 
The  benefits  of  ball  therapy  are  innumerable; 
yet  for  some  children,  the  movement  of  the 
ball  can  be  frightening.  Unlike  traditional 
balls,the  Physio-Roll  limits  movement,  proving  a  secure 
atmosphere  for  encouraging  mobility,  balance,  proper 
sitting,  vestibular  motion  and  strengthening.  A  Physio- 
Roll  may  be  used  to  benefit  nearly  all  persons  of  any  age 
For  more  information  on  these  and  other 
therapeutic  products  from  Sportime*  Abilitatlong"', 
call  for  your  FREE  catalog  at:  1-800-283-5700. 


AADM 


One  Sportime  Way  •  Atlanta,  GA  30340 


Order  Toll  Free 
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CHARLES  CTHQMAS  >  PIlRi  igucp 


Holley,  Shelby— A  PRACTICAL  PA.''ENT'^  HAKin. 

.SsAm^SSr'-Kf  CHILDWN  £?Th  LwSS: 
ING  DISABILITIES.  '94,  308  pp.,  13  il.,  1  t:<ble,59.75. 

The  purpose  of  this  handbook  is  to  help  children 
who  learn  differently  and  who  have  baen  failing  or 
underachieving  m  school.  It  does  this  by  giving 
enough  information  for  an  adult  with  no  previous 
teaching  experience  to  design  and  implement  an 
eHective  remedial  program.  Most,  parents  feel  guilty 
7h.V^fV  *:!^''^^«"  do  not  do  vvell  in  school  and 
rl  Jll     u       '^d«/8"ed  to  help  parents  make 

^nSnm  ^!"ru  .P'^y^'^'^'  emotional 

environment  at  home  and  at  school.  The  second 
section  gives  simple  objective  tests  that  show  what 
a  child  knows  and  what  he  ne<ids  to  learn  It 
evaluates  the  maturity  of  skills  in  memory,  visual- 
perception  and  auditory^rception,  as  well  as  skills 
m  reading,  spelling,  phonics,  ^:nd  math.  The  final 
s  hon  shows  how  to  use  test  findings  to  deter- 
miae  which  subjects  shoul'J  be  taught  and  specific 
techniques  for  teaching  ';hem. 

□  Plumridge,  Diane  M.,  Robin  Bennett  Nuhad  Dinno 
wi^Yr  mc™^«"~I"^  STUDENT  WITH  A  GE- 
£!l'^i?i^°'*P^'*^  Educjfional  Implications  for 
S|^ialEducahon  Teaciiw  and  for  Physical  The«i- 
p  sts  Occupational  Therapists,  and  Speech  Path- 
mjT     '  ^2  tablet 

°  &nnr^TL°'L'  Of  EXCEPTIONAL 

?    i-*^  Gifted.  -93,  272  pp. 

°  loUNr  "^JlfSc^l'l^  ^  ^^^^^^  '^PAIRED 
JSl^-?v^^^.!^^?X*  ^  Curriculum  Guide  for 

$41  75  '  "°  3 

°  S^'.i.^^'i    *  N.  Hosler-ATTENTIONAL 

?Im^JTP'50RDER  in  CHILDREN  AND  ADOLES- 
CENTS.  '92,  292  pp.  (7  x  10),  $49.75. 

□  Jones,  Carroll  J. -ENHANCING  SELF-CONCEPTS 

olli^fii   *  Disabled,  Mildly  Mentally 

Reurded,  and  Behavior  Disordered.  '92  294  dd 

(7  X  10),  7  tables,  $50.50. 

□  Cipani,  Ennio-A  GUIDE  TO  DEVELOPING 
LANGUAGE  COMPETENCE  IN  PRESCHOOL  CHIL- 
?SS  T",f„'^''*'         MODERATE  HAND  - 

$52  75.  ^       22  tables, 

□  Fine,  Aubrey  H.  &  Nya  M.  Fine-THERAPEUTIC 
RECREATION  FOR  EXCEPTIONAL  CHILDREN:  Let 

^cS*«  pp.  (7  X  10),  9  il., 

Z2  tables,  $59.75. 

°  WITH  ^^INn^^«c"i^^f  "'^  adjusting 

MW.  li  ^"^^  °*  Responding  to 

Lif«rs  Demands.  '84,  336  pp.,  13  il.,  $44.00. 


□  Lukken,  Miriam  W.-READ  THIS  BOOK  BEFORE 

ys''5"ir"iThr^"" 

10),  5  il.,  1  table. 

□  Anderson,  Frances  E.-ART-CENTCRED  EDUCA. 
IS™  '^^'^  CHILdSn  WlS'St 

fabi"  $42.7?  '  ""OO  il.,  14 

°  LcA«.M^;^''^«°-  *  ^'^"^'^  Litton -TEACHING 
fc^P^r^  ^°  DISABLED  AND  HANDICAPPED 
LEARNERS.  '94,  280  pp.  (7  x  10),  8  il.,  23  tables 

□  Williams,  Leslie  A.  &  Lucile  S.  Arntzen-A  PRACTI- 
CAL  APPROACH  TO  RSP:  A  HaSbookKe 
Resource  Specialisl  Program,  2nd  Ed.  '94,  120  pp. 
(7  X  10),  2  il.,  4  tables.  $29.75. 

□  Giordano,  Gerard -DIAGNOSTIC  AND  REMEDIAL 
MATHEMATICS  IN  SPECIAL  EDUofflO?[ '93  3^5 

pp.  (7  X  10),  85  il.,  26  tables,  $58.75. 

□  Jones,  Carroll  J. -CASE  STUDIES  OF  SEVERELY/ 

Tx'VouT'?''"'' 

□  Vaughan,  C.  Edwin -THE  STRUGGLE  OF  BLIND 

"LI^DETERMINATrON:  The  Se^- 
denq^RehabiliUtion  Conflict;  Empowerment  in  the 
$41  M     Community.  '93,  256  pp.  (7  x  10),  3  il., 

°  l^wrf«lL"-l^-  *  Clebome  D.  Maddux-A  HUMAN 
DEVELOPMENT  VIEW  OF  LEARNING  DISAbSi- 
10)  3  il  $45^5r'^  '°  Practice.  '93,  222  pp.  (7  x 

°  «'il"'„^'yi-^OCATIONAE.  TRAINING  AND  EM- 

"^^^  AUTISTIC  ADOLESCENT 

WITH  PARTICULAR  EMPHASIS  TO  BILINGUAL 
W7.75'''  '''^«^T'0'^  '92,  182  pp.T7x  10)  2lT 

□  Jones,  Carroll  J. -SOCIAL  AND  EMOTIONAL 
DEVELOPMENT  OF  EXCEPTIONAL  STUDENTS: 
$3*"75*^*'*      and  Gifted.  '92,  218  pp.  (7  x  10), 

°  noiZ^2'  '"'^"'^r  ^  ALL  THE  CHIL- 

DREN:  Approaches  to  Art  Therapy  for  Children 

l^t^  ''''      -        '  ^" 

°£Sr  ?^fVn?S»;,M^^ 
MainstreamlngWofk.  '90, 198  pp.  (7  x  10),  $38  25 

□  Hughes,  Barry  K  - PARENTING  A  CHILD  WITH 

I^l'JS  ^'o" 

□  Harley  Randall  K.,  Mila  B.  Truan  &  LaRhea  D 
it??^i";fSi'^"^'GATION  SKILLS  FOR  VISul 

m  4'iT$"53^^^'*^^'«- ^^y*  ^ 
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A  ymim  1^''  °  "9*'""" 

by  John  Gray 


T  xoas  born  in  1948  arid  diagnosed  xvitli  cerebral 
1  palsy  when  I  was  two  years  old.  My  bah  nee  ivas 
poor,  but  I  teamed  to  xvalk.  I  can't  control  wy  hands 
icell  My  speech  is  slow  and  slwred,  but  undeistaM- 
able.  Although  my  physical  disabilities  are  severe, 
my  inteUigence  is  not  impaired. 

When  I  %vas  gmxoing  up,  I  was  not  allowed  to 
attend  the  local  public  school.  The  school  system-  sent  a 
tutor  to  my  home  for  txoo  hours  a  day,  two  days  a 
week  My  parents  realized  that  I  would  never  receive  a 
complete  education  unless  I  entered  a  state  sdwol. 
When  I  teas  10  years  old,  I  went  to  live  in  aninstitu- 
tion.  I  missed  my  home  and  — — — ■ 
family  tembly.  Finally,  wlien  I 
xvas  15  years  old,  my  parents 
took  me  out  of  the  institution 
and  fought  to  get  me  into  the 
local  high  school.  The  teachers  at 
school  knew  timt  I  uas  bright, 
but  because  of  my  disabilities,  I 
was  not  considered  "college 
matenal."  I  got  my  first  job,  as  a 
light-duty  janitor,  at  age  21. 

I  started  to  think  aboxit  dat- 
i7ig.  77?}>  s  the  story  of  one  of 
my  fust  dates— one  that  turned 
out  to  be  so  embarrassing  that  I 
have  never  Md  the  courage  to 
unite  about  it  until  noiv. 


Grandma's  house  at  Christmas:  John 
and  his  aunt,  Evelyn,  in  1964. 
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It  was  1969  when  I  got  my  first  job,  and  most  people  had 
never  seen  individuals  with  disabilities  in  the  work 
force.  Even  after  some  time,  many  people  in  my  work- 
place continued  to  be  imcomfortable  with  me. 

The  closest  relationsWp  I  developed  there  was  with 
a  woman  who  worked  in  the  building.  Lynn  and  I 
started  out  by  greeting  each  other  as  she  would  arrive 
for  work.  Eventually,  our  interactions  escalated  into 
teasing.  Sometimes  I  would  fall  on  a  floor  I  had  just 
waxed  and  after  making  sure  I  was  all  right,  she  would 
make  a  comment  like,  "I  think  that's  enough  wax  on 
tlie  floor,  don't  you?" 

Wlien  Lynn  would  come  into  work  late  on  a  Mon- 
day morning,  I  would  say  something  like,  '"niose  Mon- 
day morning  hangovers  can  be  rough,  can  t  they. 

Tlien  the  ba^  news  came.  She  was  going  to  move 
away  in  a  coup   of  weeks.  1  was  heartbroken. 
1  thought,  "There  goes  the  only  one  who  ever  noticed 
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me "  Of  course,  I  couldn't  let  her  know  how  I  felt,  so  I 
just  continued  laughing  and  joking  with  her  as  usual. 

The  Tease  that  Turned  into  a  Date 

Lynn's  last  day  of  work  was  a  Friday  in  the  middle  of 
August.  As  we  were  preparing  to  leave,  1  had  to  tease 
her  one  last  time.  "Can  I  come  over  for  a  swim  this 
weekend?"  I  asked. 

"Sure,"  she  replied.  . 
Whoa'  V.-^iat  did  she  say?  ^Jarms  were  going  oft 
inside  my  hes.- ..  -^e  asked  for  my  address  so  she  could 
pick  me  up  the  next  day  at  noon.  I  stuttered  my 

address  at  her  while  she  gnnned. 

1  lay  awake  that  niglit  thinking  of 
ways  to  cope  with  possible  problems 
that  could  arise  the  next  day.  Only 
when  1  was  sure  1  had  covered  every 
eventuality  did  1  allow  myself  to  drift 
into  a  restless  sleep. 

The  following  day,  Lynn  arrived  at 
12:00  sharp.  I  climbed  into  the  car, 
and  we  were  off.  We  chatted  and  gig- 
gled about  work-related  subjects. 

Then  it  was  time  to  meet  her  par- 
ents. They  smiled  at  me  but  kept 
shooting  mournful  looks  at  Lynn.  1 
tried  to  lighten  the  atmosphere  by 
telling  a  few  jokes,  but  because  her 
parents  were  having  difficulty  under- 
standing my  speech,  they  didn't  laugh. 

The  afternoon  started  witli  a  cookout.  1  knew  Lynns 
parents  were  trying  not  to  stare  at  the  way  I  handled  my 
utensils.  But  I  could  feel  them  watx.-hing  me.  I  was  sure 
they  were  going  to  jump  up,  grab  my  sUverware  and 
start  feeding  me.  Somehow,  we  survived  the  meal. 

Fantasy  Meets  Reality 

After  hmch,  Lynn  asked  me  if  1  would  like  to  go  for  a 
swim  Tills  was  a  scene  1  had  played  out  in  my  mind 
many  times.  As  for  many  yoimg  men  my  age,  the  pool 
scene"  was  a  favorite  fantasy:  A  beautiful  young 
woman  in  a  two-piece  bathing  suit  beckons  me  into  the 
pool.  As  1  suavely  slide  into  the  water,  the  young 
woman  slips  into  my  arms  and  tells  mo  how  big,  strong 
and  capable  1  am. . .  Oh.  did  1  mention  that  m  this  fan- 
tasy, 1  look  exactly  like  John  Wayne? 

Of  course,  reality  has  a  way  of  uitniding  on  fan- 


tasios.  Few  of  us  are  built  like  John  Wayn(v  Add  a 

4D2 


%totm  Play  Equipnwnt 
Standard  Faaturaa 

•  Adjustabia  Speed 
Control 

Muitipte  Switch  Jack 
Two  6  Volt  Batteries 
Battery  Charger 

Custom  Acceaaorlas 
CEiMstronIo  Kits 
Awaiiabla] 

•  Proportional  Remote 
Control  With 
Emergency  On/Off 
Switch 

•  Adjtffitatjie  Seating 

•  Safety  Lap  Belt 

•  Proportional  Joystick 

•  Switches 

•  Magic  Arm 

•  Head  Support  Collar 


BUGGY 

The  Pink  &  White 
BBfi^H  BUGGY  will 
please  every 
youngster  and  provide 
many  hours  of 
enjoyment.  This 
qurUty  built  play 
ve^iKiia  is  a  winner. 


CALi-NOW 


Learning  Can  Be  Fiin  When  You  Put 
A  Child  in  The  DriverX  Seat 

Masiual  cCaxteiily  and  eye  hand  cxxHidin^ 

skills  for  a  youngster  with  a  disability.  Mobile  play  ec^iipn^ 

fitted  vvith  ;3lectror)ic  control  systems  fi^ 

a  young  child  to  acqidie  them  in  a  sale,  enjoyable  way. 
The  thriH    operating  a  mobile  play  vehicle 
provkies  ptenty  of  motivalkm  for  learning  the 
essentSai  skills  a  chikl  will  need  as  he  grows 
okler.  These  high  quality,  botteryixywered 
mobile  play  vehteies  are  equlped  with  custom 
sealing  and  safety  harness.  Control 
systems  meet  the  needs  of  each 
chiki  and  maximum  safisly  is 
assured  by  an  optkxial 
adult  operated  radk> 
control  override. 


Innovative 
Products  is 
leading  the  way  to 
a  better  tomorrow 
for  cliildren  with 
disabUities. 


A  BIGFOOT 

The  Rough  and  Ready  4X4 
styling  gives  thid  vehicle  special 
appeal.  This  high  quality  play 
equipment  Is  from  BIGFOOT  4X4 
Inc.  of  St.  Louis,  MO.  Photo  used  by 
pernnission. 


Now,  with  eie($tronic  switoh 
activated  i 
can  tnti 


BOWUNG 

With  Poss4-b1 
powered,  switcr 
everyone  can  paH 

Ac\o  PoP^^^f  sport.  Pon 
^  Jo  acccessible,  it  can 
tubular  t)owling  ramp 


1 -800-950-51 85 


Innovative  Products  Inc. 

48th  St.  Grand  Forks,  ND  5820fl :»   

p  D I  r lacfef  In  EleOronic  Control  System'*  ^  l^^T 

k:£^inology  For  Persons  with  Disal)lliti^  IwiSmm 


severe  disability  to  nomal  human  flaws,  and  fan- 
tasies shatter  quickly.  Still,  I  had  prepared  for  this 
moment;  I  was  wearing  my  bathing  trunks  under  my 
pants.  I  found  the  bathroom,  took  off  my  clothes  and 
kicked  off  my  sneakers— I  kept  them  tied  at  all  times. 
When  I  came  out  of  the  bathroom,  Lynn  teased  me 
about  being  so  slow.  We  both  laughed  and  hit  the 
pool. 

I  don't  feel  completely  safe  in  water,  but  I  still  had  a 
great  time.  We  spent  two  hours  in  the  pool;  then,  it  was 
time  lo  get  out  and  get  dressed.   


Empower  y  our  child. 


THE  IMPERIUM  100  ENVIRONMENTAL  CONTROL  SYSTEM 
PUTS  INDEPENDENCE  WITHIN  YOUR  CHILD'S  REACH 


The  Nightmare  Begins 

This  was  where  my  nightmare  began.  I  felt  a  bit  ner- 
vous on  my  way  back  to  the  bathroom  to  get  dressed, 
but  I  knew  I  had  everything  I  needed— especially  my 
buttonliook.  I  could  not  button  anytliing  without  it,  and 
I  carried  it  with  me  all  the  time.  Everything  was  going 
fine  imtil  I  got  to  my  pants.  In  all  my  plarming,  I  had  for- 
gotten that  these  pants  were  a  bit  tight-fitting  and  had  a 
small  button.  The  buttonhole  was  a  little  bit  too  small 
for  the  buttonhook,  but  after  a  long  struggle,  I  finally 
forced  it  through  and  latched  it  onto  the  tiny  button. 

Whew!  At  this  point,  I  was 
sweating  big  marbles,  but  I 
thought  the  worst  was  over  Then, 
I  tried  to  pull  the  button  through 
the  buttonhole  and  discovered  that 
the  buttonhook  would  not  budge 
in  either  direction.  I  could  not  pull 
the  button  through  the  hole,  and 
because  the  buttonhook  was  so 
taut,  I  could  not  force  it  to  let  go  of 
the  button.  I  knew  I  would  not  be 
able  to  zip  up  my  fly  without  but- 
toning my  pants.  To  make  things 
even  worse,  the  buttonhook  was 
positioned  so  that  at  first  glance,  it 
looked  like  I  was  sexually  aroused. 

In  this  condition,  I  could  hardly 
walk  out  of  the  bathroom  to  ask 
for  help!  So  I  pulled  and  pushed 
and  tugged  on  the  buttonhook  for 
what  seemed  like  hours.  I  had 
made  no  progress  and  was  starting 
to  cry.  I  didn't  want  to  do  this,  but 
it  was  my  last  option — I'd  have  to 
ask  Lynn's  father  for  help. 


THE  ImPERIUM  100  IS  AN  ENVIRON- 
MENTAL CONTROL  UNIT  DESIGt-JED 
ESPECIAUY  FOR  PEOPLE  WITH  UMIT- 
ED  MOBILITY.  SIMPLE  TO  OPERATE,  THE 
ImPERIUM  100  ENABLES  CHILDREN  TO  TURN 
ELEaRICAL  APaiANCES  ON  AND  OFF  WITH 
THE  TOUCH  OF  A  SINGLE  SWITCH.  AnD 
WITH  THE  ABILITY  TO  TURN  LIGHTS  AND 
RADIOS  ON  AND  OFF,  CHILDREN  DO  MORE 
THAN  CONTROL  THEIR  OWN  ENVIRON- 
MENT -  THEY  REACH  A  HIGHER  LEVEL  OF 
INDEPENDENCE.  It'S  SO  SIMPLE  YOUR 
CHILD  WILL  BE  USING  IT  IN  MINUTES. 


IMPERIUM 


►  AS  EASY  TO  USE  AS  fT  IS  TO 
AFFORD.  Priced  to  meet  the  finan- 
cial NEEDS  OF  PARENTS,  THE  ImPERIUM 
100  IS  THE  MOST  AFFORDABLE  ENVIRON- 
MENTAL CONTROL  UNIT  OF  ITS  KIND.  ITS 
MODULAR  DESIGN  AND  AFFORDABLE 
ADD-ON  COMPONENTS  ALLOW  FOR  EASY 
SYSTEM  EXPANSION  TO  MEET  YOUR 
HOUSEHOLD'S  UNIQUE  NEEDS.  >•  CaLL  US 

AT  1-800-944-8002  FOR  A  free  VIDEO 
AND  BROCHURE  EXPLAINING  HOW  THE 
ImPERIUM  100  SYSTEM  WIU  HELP  YOUR 
CHILD  BECOME  MORE  INDEPENDENT! 


THE  POWCR  TO  COMMAND 
TELEDYNE  BROWN  ENGINEERING  •  300  SPARKMAh:  DR  N.W  •  HUNTSVIILE,  AL  35807  •  l-800-94^-8002 


From  Bad  to  Worse 

Lynn  was  walking  back  and  forth 
in  front  of  the  bathroom  door  I 
guess  she  was  wondering  what 
was  taking  me  so  long.  I  poked  my 
head  out  and  asked  her  to  go  get 
her  father.  She  looked  at  me  curi- 
ously but  agreed. 

A  few  minutes  later,  her  father 
canie  marching  into  the  batliroom 
with  a  very  stem  look  on  his  face. 
I  showed  him  the  problem,  and  he 
was  able  to  help  me  out.  Then  I 
made  my  biggest  mistake  of  the 
day.  In  a  feeble  attempt  to  humor 
my  way  out  of  a  bad  situation,  I 
said  sometWng  like,  "I  bet  ■ 
were  a  little  worried  about  me 
when  I  asked  you  to  meet  me  in 
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HALF  A 

UFTIS 

SIKi 


WHOLE. 

With  maximum  passenger  seat 
maneuverability,  a  new  easy 
off/on  ground  hugging  plat- 
form, plus  reliable  all-electric 
operation. 

The  Crow  River  Industries  VAN- 
GATER™  fold-in-half  lift  is  a  timeless 
classic.  When  folded  it  offers  half  a 
doorway  of  usable  space  for  easy 
loading/unloading,  more  usable  in- 
terior space,  a  clearer  side  view,  and 
allows  the  front  passenger  seat  to  be 
almost  fully  reclined  for  maximum 
comfort.  But  we  can't  seem  to  stop 
trying  to  improve  on  perfection. 

All-electric  reliability. 

The  enclosed  non-hydraulic,  all- 
electric  operating  mechanism  is 
cleaner  and  quieter  than  hydraulic 
lifts,  especially  in  extreme  tempera- 
tures. (There's  also  no  leakage  or 
unpleasant  odor.)  And  our  new 
auxiliary  electric  override  provides 
emergency  electrical  lift  power — not 
to  mention  peace  of  mind — when 
you  need  it  most. 

A  flatter  platform. 

We've  made  getting  on  and  off  the 
VANGATER™easier  than  ever  with  a 
new  flatter  platform  that  sacrifices 
nothing  in  ruggedness  and  reliability. 
And  you'll  find  the  improved  side 
entry  option  and  exit  access  great  in 
tight  parking  situations! 

RAPID  RESPONSE  LINE: 

For  more  inforrnatit)n  and  the  name 
t)f  vour  ek)sest  dealer  eall  toctay: 
1-800-488-7688 


Circit « 14 


CROW  RIVER 

Industries  IcKorportted 

14800  28th  Avenue  North 
Minneapolis,  MN  55447  (U.S.A.) 
(In  Minnesota,  612-559-1680) 


The  choice 
is  easy . . . 

A  Columbia  Toilet  Support 
gives  your  child  independence, 
privacy  and  secure  support 


LOW  BACK  STYLE  FOR 
BASIC  TRUNK  SUPPORT 


The  choice  is  easy  - 
when  you  have  a  choice! 
That's  why  we  offer  5 
models  to  suit  your 
child's  support  needs. 

•  Easy  mount,  easy  off! 
Adjustable  height 

•  Fits  any  toilet:  school, 
home  or  institutional 


Ask  for  our  FREE  Full  Color  Catalog 
of  Convenient,  Helpful  Products 


It  includes  the  unique 
Columbia  Car  Seat, 
now  crash-tested  for 
children  20  to  102  lbs., 
up  to  5  feet  tall! 

Handsome,  durable  and 
convenient  to  use! 

Contact  us  for  your 
nearest  dealer 


COLUMBIA 


At  the  wedding  reception:  John,  32,  with  neiv  wife 
Linda,  accepts  the  congratulations  of  his  aunt,  Hope  King. 

the  bathroom."  I  started  to  giggle  nervously  as  he 
stared  at  me,  his  expression  unchanging.  I  began  to 
hope  that  he  had  not  understood  a  word  I  said. 

Finally,  I  came  out  of  the  bathroom.  Of  course,  by 
this  time,  I  would  have  been  happy  to  stay  in  there  for- 
ever When  I  en  ^ed,  everyone  was  very  quiet.  I  said 
my  good-byes  and  climbed  back  into  Lynn's  car.  She 
drove  me  home  silently.  I  guess  we  were  both  embar- 
rassed— she  for  her  parents,  me  for  myself. 

I  did  it!  i  did  it! 

On  Monday,  I  went  back  to  work.  Lynn  was  gone,  but 
people  knew  I  had  been  to  her  house  over  the  week- 
end. As  it  turned  out,  this  marked  the  begiiming  of  a 
change  in  the  atmosphere.  I  was  still  the  butt  of  some 
jokes,  but  not  as  many.  It  seemed  that  because  some- 
one had  started  a  relationship  with  me,  it  became  all 
right  for  others  to  do  the  same. 

Another  good  thing  came  of  this  embarrassment. 
The  next  Saturday,  I  was  sitting  in  my  bedroom  feeling 
sorry  for  myself.  Through  the  open  door,  I  could  see  my 
mother  at  the  ironing  board.  She  was  ironing  the  pants 
that  had  caused  me  so  much  grief  just  one  week  ago. 

Seized  by  a  suddt-n  impulse,  I  jumped  up,  ran  into 
the  next  room  and  grabbed  the  pants.  Mom  was  left 
running  the  iron  back  and  forth  over  the  bare  ironing 
board  as  I  slipped  back  into  my  bedroom  and  locked 
the  door  I  heard  her  walk  to  my  door,  knock  on  it  and 
call  my  name.  When  I  didn't  respond,  she  left. 

Three  hours  later,  I  burst  out  of  my  room  yelling,  "I 
did  it!  I  did  it!"  I  could  now  button  those  dam  pants 
without  using  a  buttonliook.  To  this  day,  I  can  button 
any  pair  of  pants  I  own  without  assistance. 

John  Gray  lives  in  North  Altteboro,  Massachusetts 
with  his  wife,  Linda.  After  studying  for  sdien  years, 
he  earned  a  college  degree.  He  has  recently  completed 
a  computer  training  pmg^vm  for  people  ivith  scmtnv 
physical  disabilities  and  is  pursuing  a  career  in 
journalism. 
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Stroll  Into 
A  New  World 


Special  Care 
for 

Special  People 

Progressive  education,  home  environment  for  the 
mentally  handicapped  child  and  adult.  Oppor- 
tunity for  educational  progress  at  any  age — multi- 
ple recreational  and  social  activities.  A  year-round 
program  with  an  active  and  full  lifestyle  among 
friends  on  a  600-acre  bluegrass  estate.  Est.  1893. 

Phone  502-875-4664  or 
write  for  brochure 

THE  STEWART  HOME  SCHOOL 

Box  20,  Frankfort,  KY  40601 

John  P.  Stewart,  M.D.,  Resident  Physician 


Circle  #  77 


Don't  take  our  word  for  it. 
Ask  Mom .... 

"Justin  enjoys  being  able  to  see  everything  around 
him.  His  headrest  has  helped  with  his  schoolwork 
since  he  doesn't  constantly  struggle  to  keep  his 
head  up!"         Sandy  Ketthler,  Justin's  mom 


Not  only  can  you  take  your  child  to 
places  you  both  would  like  to  go,  our 
SPECIAL  NEEDS  STROLLER  PACK 
will  give  your  child  a  whole  new  outlook. 


S7WLLER 


A  Way  of  Life 


lor  liil(irui;ilion 


1-800-487-9652 


Circle  i/78..- 

SK  \(.(>S&  I\(,A1.I.\  INC. 
,U..\  -ir    liMii-.m,  M.isK.i  ')')Miil 


Circle  #78 


'  Remote  hand  control  calls  the 
Handi-Move  to  your  ix:dside. 

'  Patented  gripping  .system 
assures  a  safe,  secure  fit. 

>  Shoulder  .strength  not  needed. 

•  lx;avcs  vour  .seat  unobstructed. 


» Cl  .')ice  of  overhead  track  or 
frce-.standing  movable  unit. 

•  Streamlined  design  permits 
lifting  even  where  the  ceiling 
is  low. 

•  Pugged  constn  rtion  and 
2 -year  warranty. 
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handi-move  "  ^ 

982  Route  1-Pine  Island,  NY  10969 
(800)  724-5305 
Circle  #  35 
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Skin  Level  Gastrostomy  Feeding  Kit 


|^/pai9l9ned  for  improved  cosmetic 


u:ff  f ^Signed  for  easy  placement  and 

f^l  Cbmplete  size  range  for  Adults  and 
1^  ;lPkiiatrlc  patients 

-No  obturator  needed 

i^fililWaiiable  with: 

*  Mtntecl  SECUR-LOCK*  Extension  Set 
'  ;     that  virtiMliy  •limlnatM  disconnects 
: ;  ;    .:  r  with  sapaiiM  fMding  and  medication 
porta 


>  BolM  (Mdlng  set  tor  easy  bolus  feeding 


#  Superior  balloon  design 

'  .  •SHUR-FORM*baiioon  system  assures 
r     proper  Inflation. 


r^B; ffttoma  measuring  device 
"^0-:^  "'•Easy to  read 
1^ '.  •  Provktea  conslstant,  accurate 
tneaMirementa. 


Is5 


l^liAde  of  clear  medical  grade  silicone 


MEDICAL 

INNOVATIONS 

CORPORATION 


A  DIVmON  OF 

».U.I|{l.LI.~L 


'       woKAL  nooum 


»  ^  

b%lM1ard  Mtadical  Product* 

^W2b60  South  Lone  Peak  Partway.  Draper,  Utah 
fo|ai01)  672-8800  •  Fax:  (801)  572-6999 

Mora  bttormalton  Call:  1-(I00)-I^S591 

f'-^*' «  "atoni NM. 4,7M,8*a •  4.8«,901  •  4,701 ,163 

V  _ ..  V4-  paMnla  pandkig  and  fortign  patents  issued  and  pending 
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The  First  lime 

A  father  reacts  to  his  son's  first  seizure. 

by  Robert  Perretz-Rosales 


f  iy  son,  Simon,  struggled  through  a  lot  in  his  first 
\  eight  years.  He  didn't  know  how  to  suck  and  was 


1 


fed  through  a  tube  until  he  was  six  months  old 
He  didn't  have  the  strength  to  lift  his  oversized  head 
until  he  was  two.  At  three,  he  still 
couldn't  move  from  the  spot  where  he  p|  r^^^  y;;, ,  .^.^ 
was  left.  Only  after  a  year  of  intensive  krCiS^^^^Si^ 
home  therapy  did  he  take  his  first  step.  By  eight,  he 
was  running  around  and  things  were  going  better. 
Then,  out  of  nowhere,  he  had  a  grand  mal  seizure. 

At  first,  I  didn't  know  what  was  happening.  He  said 
there  was  a  buzzing  sound  and  wanted  to  know  what  it 
was.  I  listened  intently  and  looked  around  for  a  fly  or 
wasp,  but  I  didn't  see  anything.  Since  his  hearing  is  so 
acute,  I  assumed  it  was  some  faint  motor  that  I 
couldn't  hear. 

A  little  while  later,  he  asked  again  about  the 
buzzing,  i  told  him  I  didn't  hear  anything.  Then,  I 
asked  him  to  come  to  his  room  for  a  story. 

He  had  difficulty  standing  up — the  kind  of 
balance  problem  he'd  had  a  few  years  earlier 
while  learning  to  walk,  but  not  recently.  Finally, 
he  stood  and  faced  me.  I  could  tell  something  was 
very  wrong.  He  took  a  few  drunken  steps  and  just 
toppled  over,  not  even  trying  to  catch  him- 
self, like  laundry  falling  to  the  floor. 

My  hands  arrived  in  time  to  break 
the  last  of  his  fall.  Most  of  his  weight 
landed  on  his  knees  and  face.  I  imag- 
ined a  heart  attack  or  stroke.  Nothing 
ever  scared  me  more. 

I  rolled  his  limp  body  over  onto 
the  mat  he  uses  as  a  bed,  and  then 
it  really  began.  I  had  never  seen 
anyone  have  a  full-blown  seizure 
before,  but  as  soon  as  his  body 
became  rigid,  chin  tucked  in,  face 
tensed  as  though  a  billion  volts  of 
electricity  were  being  shot 
tJirough  him,  I  knew  that  my 
son  was  having  a  seizure.  I 


Si.v-ypar-ol(f  Siinoii 
eujoys  a  ride  on 
Dad's  simddeis. 
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knew  that,  but  I  was  still  afraid  he  was  dying  or  that  a 
part  of  Mm  was  going  some  place  from  which  he 
would  never  return.  It  was  all  too  strong,  too  power- 
ful— my  soft  little  son  riveted  by  such  force. 

But  I  knew  what  it  was — ^thank 
God,  I  knew  that — so  one  of  my 
selves  stayed  there,  kneeling  over 
him,  talking  soothing  words  to  absent  ears,  stroking 
concrete.  Frightening  as  it  was,  if  I  hadn't  known,  at 
least  on  some  level,  I  don't  think  I  could  have  stood  it. 

I  kept  telling  myself  that  this  would  stop  soon.  I 
kept  telling  myself  that  it  would  end  and  that  my  son 
would  be  fine,  maybe  even  better  than  before. 

It  continued  for  who  knows  how  long, 
and  then  his  eyes  started  blinking.  His 
mouth  started  moving,  making  a  sucking 
noise,  over  and  over  again.  His  eyes 
were  in  another  universe.  The  blinking 
and  noises  were  like  some  cartoon  char- 
acter imitating  a  slot  machine  gone  hay- 
wire— over  and  over  again. 

Finally,  he  just  laid  there,  and  for  a 
moment  that  was  the  worst — he  seemed 
to  fade  away.  Even  though  I  knew  better,  I 
had  to  shake  him  and  not  let  him  go. 
I  knew  it  was  just  a  seizure,  but 
couldn't  let  him  go,  just  in  case. 
He  had  become  too  pale,  too 
drained,  too  empty.  I  lifted  his 
arm.  It  flopped.  I  wanted  him 
back,  all  of  him,  just  like 
before.  And  although  I  told 
myself  he  would  be  fine,  I 
didn't  know  if  he  would  be. 

He  rolled  over  then.  My 
boy  rolled  over,  groaned  and 
even  opened  his  eyes.  He 
was  fine,  but  so  tired  that  he 
went  right  to  sleep — a  good 
sleep,  a  replenishing  one 
with  a  soft  pillow  under 
his  head  and  Iiis  favorite 
blue  fuzzy  pillow 
Grandpa  made  for  hhn 
in  his  arms.  A  regular. 
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Columbia  makes  bathtime  easier! 

•  Stable,  secure  Bath  Supports  adjust  easily 
to  suit  you  and  your  child;  fit  any  tub 

•  All  are  durable,  lightweight,  rustproof 

•  Versatile  -  use  indoors  or  outdoors  as  a  go- 
anywhere  support,  for  TV,  wading  pool,  beach 

How  much  support? 

•  The  Wrap-around  Support  (above)  lets  your 
child  play  in  the  water  while  seated  upright 

•  The  Reclining  Bath  Chair  (below)  gives  your 
child  full-length  head  and  trunk  support; 
the  angle  of  the  seat  is  easily  adjustable 


Ask  for  our 
FREE  Color 
Catalog  of  many 
helpful  products. 
We'll  also  send 
the  name  of  your 
nearest  dealer. 


deep  sleep  just  like 
always,  just  like  him. 

My  son  has  had 
several  seizures  since 
then,  each  pretty 
much  the  same.  They 
continue  for  about 
two  long  minutes 
after  which  he  is  rest- 
less and  squirmy  for  a 
while  before  he 
sleeps.  He  always 
wakes  up  fresh  and 
ready-to-go  after  a 
few  hours.  The  sight 
of  his  body  being 
overpowered  by  a 
seizure  is  still  hard  to 
see,  but  now,  at  least,  I  know  about  that  peaceful  slum- 
ber ahead. 

Robert  Perretz-Rosales  lives  in  Olympia,  Washington 
loith  his  wife,  GrLselda,  and  their  two  children,  Simon, 
13,  and  Sahra,  16.  Robert,  is  completing  a  master's 
degree  in  counseling  fivm  the  Leadership  Institute  in 
Seattle.  Griselda  works  as  a  family  therapist. 

For  people  with  disabilities, 

WE  CAN 

turn  your  computer  into  an  open  door. 
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DIAFOODS  THICK-IT 
brings  the  joy  of 'eating' v 
back  to  peopJe  with^ 
swallowing  problems- 


Here's  the  solution  forthe 
millions  of  young  and  old 
who  need  modified  consis- 
tencies to  enjoy  eating. 

DIAFOODS  THICK-IT 

when  mixed  with  hot  or 
cold,  thick  or  thin  liquids 
and  pureed  foods,  pro- 
dijcep  any  desijred  consis- 
tency quickly  easily  and 
controllably  But  it  does  not 
change  the  taste  or  appear-' 
ance  of  the       it  thickens 

DIAFOODS  THICK-IT  adds 
sixteen  calories  per  table- 
spoon for  nourishment  but 
IS  very  low  in  sodium  for 
people  on  sodium - 


restricted  diets.  And  it 
helps  hydrate. patients 
because  it  will  not  bind 
water  or  fluids. 

DIAFOODS  THICK-IT  is 

the  market-maker  and  the 


-1  sellfTig  brar^id  of  Instant 
Food  Thickener"  It  is  rec- 
ommended by  speech  an^ 
language  pathologists, 
dietitians  and  nutritionists 
in  hospitals,  nursing  homes 
and  rehabilitation  facilities 
across  the  country 

.  For  product  literature  and 
advice,  a  free  sample 
and  information  where  ■ 
DIAFOODS  THICK-IT  inav 
be  purchased,  call... 
(800)  333-0003. 
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John  Kemp 

Growing  Up  With  Inclusion 


John  Kemp,  Executive 
Director  of  the  United 
Cerebral  Palsy  Associa- 
tions (UCPA),  was  inter- 
vie^ved  by  Exceptional 
Parent  in  June  1994. 
John,  who  was  bom  with 
multiple  limb  anomalies, 
gi-e^o  up  in  Bismarck, 
North  Dakota  where  he 
attended  a  regular  public 
school  and  private 
Catholic  schools.  He  giad- 
uated  from  Georgetown 
University  in  1971  and  Washburn  University  Laiv 
School  in  December  1973.  Aflii-  law  school,  John 
worked  for  seven  years  as  an  environmental  attorney 
and  consultant  on  disability-related  legal  issues. 
From  1982  to  1990,  he  served  in  a  number  of  posi- 
tions at  the  National  Easter  Seal  Society.  He  has  held 
his  current  position  at  UCPA  since  June  1990.  Tfiis 
Ls  the  first  part  of  our  intervieiv;  part  two  loill  appear 
in  the  Augiist  1994  issue  of  Exceptional  Parent. 

I was  bom  on  October  10, 1949.  When  I  was  bom,  it 
was  very  obvious  tl\at  I  was  missing  tlie  lower  part 
of  my  amis.  I  did  not  have  elbows,  but  the  upper 
parts  of  my  amis  were  of  normal  length;  it's  just  that 
there  was  notliing  at  the  end  of  the  stumps.  My  right 
leg  had  a  knee  and  several  inches  of  one  of  the  two 
bones  below  the  kri<ie  with  three  toes  on  the  end  of 
that  stump.  My  left  leg  ended  at  the  knee,  and  I  had 
three  toes  on  the  end  of  that  stimip. 

My  family  has  been  very  important  to  me;  we  are 
very  close.  I  have  two  sisters  who  both  are  able-bod- 
ied. My  older  sister,  Kathy,  is  four  years  older  than  I. 
'  My  younger  sister,  Mary,  was  bom 

PART  ONE     eleven  months  after  me.  Tliree  months 

  after  Mary  was  bom,  when  I  was  15 

months  old,  my  mother  died  of  ovarian  cancer.  My  dad 
raised  us  while  cor\tinuing  to  accept  jobs  of  greater 
and  greater  responsibility  for  the  federal  govemment. 
Tliat  meant  that  wo  moved  aiound  a  bit — from  Iowa, 
where  I  was  bom,  to  Minneapolis  for  a  couple  of  years 
and  then  to  Bismarck,  North  Dakota  where  we  lived 
from  1952  to  1963. 


I  got  my  first  set  of  amis  when  I  was  two.  They 
were  arms  without  elbows — I  would  slide  into  them 
like  a  harness  over  my  shoulders.  I  got  legs  when  I  was 
three;  then,  when  I  was  four,  I  got  my  first  set  of  arms 
with  elbows.  That  meant  I  could  leam  how  to  feed 
myself  and  take  care  of  myself  in  the  bathroom.  My 
dad  teUs  me  he  taught  me  to  walk  using  a  set  of  paral- 
lel bars  in  the  back  yarc  in  Bismarck— just  back  and 
forth,  back  and  forth. 

School  Inclusion 

Early  on,  my  dad  developed  the  philosophy  that  I 
would  live  as  normal  a  life  as  possible.  He  did  not  like 
the  ideas  of  institutionalization  or  segregation.  He 
believed  that  it  would  be  best  for  me  to  stay  with  my 
family  and  go  to  regular  schools.  So,  in  1954,  when  it 
was  time  for  me  to  start  kindergarten  in  Bismarck,  he 
was  as  good  an  advocate  as  there  ever  has  been.  He 
told  the  school  administrators  that  I  would  be  coming 
and  that  I  needed  minimal  assistance.  He  had  taught 
me  how  to  take  care  of  myself  in  the  bathroom;  so  they 


ERIC 


y  dad  was  as  good  an  advocate 
as  there  ever  has  been.  He  just 
created  the  eocpectation  that  I 
was  part  of  the  community  and  would 
attend  regular  schools. 

did  not  even  have  to  worry  about  that.  Basically,  he 
just  created  the  expectation  that  I  was  a  part  of  the 
conimimity  and  would  attend  regular  schools. 

So  I  did.  I  went  to  kindergarten,  first  and  second 
grade  in  a  public  school.  I  had  very  little  assistance 
from  the  teacher — Just  things  like  taping  papei"  down 
on  the  desktop  so  that  it  wouldn't  move  around  when  I 
was  leaming  how  to  write.  I  walked  five  blocks  to 
school  and  back  in  all  kinds  of  weather 

I  remember  running  up  and  down  the  b'ock  playing 
cowboys  and  Indians  with  my  six-shooters  on  my  hips, 
stuff  like  that.  School  was  a  great  deal  of  fun.  I  have 
always  done  very  well  in  school  and  eryoyed  it.  I  once 
heard  a  blind  individual  talk  about  his  view  of  schooling 
as  a  liberal  education — there  is  the  academic  part,  and 
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Now  there's  help  for  older  children 
who  have  nighttime  accidents. 


A  GUIDE  TO 


DISPOSABIE  ABSORBS^  UNOQVANIS 
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GoodNites  keep 

DiipoMblr  Absorbenl  Underpants 

older  cMdren  dry 
oveinight. 


Bed-wetting  is  a 
common  problem  for 
older  children. 


You  and  your 
child  are  not  alone. 
Between  5  and  15 
percent  of  all  older 
children  experience 
nighttime  accidents. 
That's  almost 
3  million  children. 


GOODNITES. Absorbent  Underpants 
nffer  discreet.  COS) -to  use  protection  in  two 
^  izes  to  fit  bo\  s  and  sirls  45115  pounds. 


There  are 

many  CaUses  of  bed-wetting.  Some  are  physical,  and 
some  are  emotional.  Since  bed-wetting  can  be  a  sign 
of  a  more  serious  problem,  the  first  step  is  to  see  your 
doctor  or  pediatrician.  He  or  she  can  help  you  discover 
the  cause  and  suggest  the  best  treatment  for  your 
child's  bed-wetting.  Meanwhile,  you  can  reduce  tlu' 


inconvenience  of  bed-wetting  with  protection  from 
GOODNITES'"  Absorbent  Underpants. 

GoodNites  Absorbent 
Underpants  help  make 
your  life  a  little  easier. 

With  GOODNITES'"  Absorbent  Underpants 
your  child  wakes  con  fidently  to  a  clean,  dry  bed.  You  and 
your  child  can  sleep  through  the  night  so  vour  day  starts 
out  easier  without  tension  over  bed-wetting  or  the 
hassle  of  extra  laundrv'. 

GOODNITES  Absorbent  Underpants  look  and 
feel  like  regular  underwear.  They  can  be  put  on  and 
taken  off  just  like  cloth  underwear  which  helps  build 
self-esteem. 


ImkhiGOODSITES 
.Mnorlu-nt  llndvrpBnta 
uimtirtniininiipants 
(I'iddiaprruisir 


DISPOSABLE  ABSORBENT  UNDERPA 


Over  65 1». 


Large 


ERIC 


501 


Your  child  will  feel 
more  confident  with 
an  active  role  to  play. 

A  good  vay  to  help  your  child  feel  better 
about  bed-wetting  is  to  put  him  or  her  in  charge 
of  GOODNITES'"  Absorbent  Underpants.  Your  child  can 
store,  put  on  and  dispose  of  GOODNITES  Absorbent 
Underpants  and  let  you  know  when  the  supply  is  low. 
This  will  make  your  child  feel  positive  about  taking 
responsibility  and  help  eliminate  the  helpless,  passive 
feeling  that  often  accompanies  bed-wetting. 

Why  kids  like  GoodNites  - 
Absorbent  Underpants. 

GOODNITES"  .Absorbent  Underpants  are 
specifically  designed  for  larger  children.  There's 
nothing  else  like  them.  They're  plain  white  with  no 
babyish  designs  or  colors  so  a  child  can  wear  them  with 
confidence  even  in  the  da\time.  GOODNITES  Absorbent 
Underpants  offer  a  trim,  comfortable  fit  and  are  totally 

discreet,  disap- 
pearing under 
pajamas  to  build 
your  child's 
independence 
and  confidence. 


Mlowmurcfiildtobe 


Your  child  will  not 
be  embarrassed  by 
crinkling  plastic  noises 


Tw'i^/Srsv'  because  GOODNITES  .Absorbent 
Underpants  are  quiet  under 
clothing.  Children  who  wear  GOODNITES 
.iibsorbent  Underpants  feel  better  about 
themselves  and  that  makes  for  better 
mornings  forPver\'one. 


.  How  to  make 
bed-wetting  easier 
to  control. 


♦Watch  wtiat  your  child  drinks 
Limit  liquids  after  dinner 
Drink  water,  not  juice 
orsoda 

♦  Avoid  soft  drinks  with 
caffeine 

♦  Piitchildincharijeofhis 
or  her  own  GoodNites'" 
Absorbent  Underpants 

♦  Support  and  praise  will 
help  your  child 


GoodNites -Absorbent 
Underpants  are  comfortable, 
easy  to  use  and  provide 
all-night  protection. 


Blue  uai.ittiana 
clearly  i'iiIkoic^ 
hackoliHim 


<(rctc!ujl>lc  - 
•^idei  proi  uk 
a  comhnabk. 
^nuii  III 


—  Oi^crcci.  u  ''lit 
outer  coicrlooki 

(jnijft'ehlilic 
iridenivar  aid  If 
::ioiUurepm>i 


—Tim.  abiotKni 
oil  niSMpwleciion 


••.I'Dleait' 


Try  them  and  see  why  only  GOODNITES'" 
Absorbent  Underpants  can  help  you  and  your  child 
to  great  mornings. 


Siilites 

DISPOSABU  ABSORBB^T  UNOOMNIS 
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lOoclNites 

ilSPOSABlf  ABSORBENT  UNDERPANTS 

45-65  bs.  Medum^ 

/ 


DtSPOSABU  ABSOraaiT  UNOOPANTS 

Help  make  great  mornings. 


Kkntariy-CM        Manufacturer  >  Coupun 
Eipli*<0tctmli(r31.1994 


GoodlJites 


eric: 


Save«l?o 

Ally  Size  Package 

OtmiM  MMMM  IMMMNIt 

437S 


36000"15276 


WERE 
DRY  KIDS 
NOW! 


I  im!  ounlitKU  RinftdOrr 


"\Wre  Dry  Kids  Now!"The  GOODNTTES  ■Guide  for  Kids. 

An  illustrated  tKwkli'l  forrhildren  on  dealing  with  nighttime  acri- 
dents.  Also  an  informational  booklet  for  parents  describing  causes 
of  nighttime  accidents  and  ways  to  help  children  stay  dt\  all  night. 
I'lease  send  me  mv  FREE"GOODNITES  Xuldes  lo 
Bed-welling'.'  1  aiii  enclosing  Sl.OO  for  shipping  and  handling 
and  3  proof  of-purchase  points  from  any  COODNITCS " 
.Absorbent  Underpants  package. 


Mail  To:  (iOODNITES '  Biwk  Offer 
l'.().BoxX2;!(i 
Maple  Plain.  MNS.S.^'IJ 

Offer  expires  December  31 , 199 1 


)GiS)dNites 
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then  there's  the  social  part  where  you  learn  to  get 
along  with  everyone  else.  It  was  the  social  component 
that  I  tlunk  I  needed  and  benefited  from  the  most. 
Altliougli  I  did  fine  academically  I  needed  to  learn 
how  to  get  along  with  and  compete  with  able-bodied 
kids.  I  think  I  benefited  greatly  from  being  integrated. 

I  wi\s  the  only  kid  in  school  with  a  disability  until  I 
went  to  high  school.  Actually,  my  dad  used  this  fact  to 
"sell  me"  to  the  public  schools  first  and  then,  when  I 
was  in  third  grade,  to  the  Catholic  school  I  attended. 
He  iirgiied  that  not  only  would  I  benefit  from  an  inte- 
grated education— whai  we  would  now  call  an  "inclu- 
sive education"— but  tliat  the  other  kids  who  came  in 
contact  with  me  also  would  benefit.  They  would  learn 
that  I  was  just  another  kid,  that  I  have  the  character- 
istics of  disability  just  as  they  have  characteristics  of 
wearing  glasses,  having  brown  hair,  having  green  eyes 
or  whatever.  He  was  one  of  those  cultural  diversity 
typei  He  has  always  been  a  very  forward-thinking 
guy,  and  he  was  way  ahead  of  his  time. 


•John  KptnjK  II,  I9(i0  National  Ka.sir,- Seal  imstrr  child 
(I'hoto:  National  Easter  Si-al  Sorietij). 


I  also  know  that  because  of  his  commitment  to 
my  inclusion,  my  dad  turned  down  some  employment 
opportunities— and  when  I  was  about  twelve  or  thir- 
teen, a  real  promotion.  That  job  would  have  brought 
hmi  to  Washington,  DC,  and  he  turned  it  down 
because  they  would  not  accept  me  into  tlie  regular 
school  system  in  Montgomery  County,  Maryland. 
Today,  Montgomery  County  is  one  of  the  leading 
school  districts  in  the  country-  in  terms  of  inclusion 
and  services  for  children  with  disabiUties.  In  1962, 
they  were  not  so  enlightened  and  my  dad  refused  to 
accept  a  promotion  that  would  have  resulted  in  my 
placement  in  a  segregated  school  system. 

Catholic  School 

Our  family  is  Catholic,  and  my  dad  wanted  me  to  go 
to  the  Catholic  elementary  school  that  opened  when  I 
was  in  third  grade.  It  was  a  block  closer  to  our  home. 

Saint  Anne's  School  let  me  participate  in  every- 
thing. For  example,  I  got  to  be  an  altar  boy  I  couldn't 
cany  things  but  I  was  the  beU  ringer.  I'd  work  it  out 
with  the  other  altar  boy;  he'd  do  aU  the  work  and  I'd 
ring  the  beU.  We  always  managed  to  choreograph  it 
and  it  worked  out  just  fine. 

When  I  got  to  high  school,  I  was  sitting  in  a  fresh- 
man class  when  this  feUow  came  by  to  talk  to  us 
about  entering  the  priesthood.  I  thought  that  maybe 
that  would  be  something  ttiat  I  would  want  to  do.  So  I 
went  up  to  him  and  said  I  would  be  interested.  He 
looked  at  my  clamps  and  said,  "You  could  never  be  a 
priest  because  you  have  to  have  hands  to  touch  the 
body  and  blood  of  Christ." 

I  tliought,  "That's  a  little  tough.  Nobody  just  walks 
up  to^me  and  gives  me  that  kind  of  slap  across  the 
face!"  But,  that  was  the  only  time  in  the  CathoUc 
church  that  I  reaUy  felt  that  they  were  discriminating 
against  me.  Otherwise,  I  participated  in  everything. 

Athletics 

I  also  got  into  athletics,  hi  the  stimmer,  I  played  on  a 
LitUe  League  baseball  team  and  had  a  great  time.  They 
would  just  choose  up  sides,  and  we  would  get  assigned 
to  a  team  and  be  in  a  league  for  something  like  six 
weeks.  I  was  always  the  last  guy  picked  because  I  was 
the  worst  player,  but  they  always  let  me  play  I  got  to 
bat  my  regular  turn  and  I  got  to  play  in  the  field.  I  don't 
remember  if  I  ever  made  a  lut  or  caught  the  ball.  I  just 
remember  that  I  was  always  included.  Even  though 
they  chose  up  sides  on  the  basis  of  skill,  they  never 
denied  me  the  opportunity  to  play 

When  I  was  about  11  or  12  years  old,  I  got  to  be  a 
bat  boy  for  the  Minnesota  Twins  farm  team  in  Bis- 
marck. I  loved  it.  In  higli  school  I  was  tlie  student 
manager  for  the  basketball,  track  and  swunming 

nmliiiiml  on  i,a(/c  40 
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INCLUSION 


All  Children  Belong 

TTenny  ic  an  11 -year-old  boy  who,  at  one  time, 
J\.  attended  a  private,  special  education  sctwol  45 
minutes  from  his  home.  His  heal  school  district  felt 

that  this  educational  setting  was  best  for  him  due  to 


the  severity  of  his  disabilit  ies. 
Kenny,  who  has  WiUiams  syn- 
drome, has  fine  motor  impairment, 
attention  deficit  disorder,  cognitive 
disabilities  and  percep- 
tual disabilities.  At  the 
private  school,  Kenny 
was  viewed  as  a  child 
with  significant  deficits 
who  pwgressed  very 
slowly.  His  social  skills  were  consid- 
ered to  be  inappropriate  and  imma- 
ture, and  the  consensus  tvas  that  he 
was  not  ••ready"  for  a  return  to  his 
hmne  district's  programs. 

Kenny's  parents  had.  a  different 
vieiv.  They  believed  in  his  academic 
potential  since  he  was  acquiring 
ivading  skills  mpidly.  Tfwy  realized 
that  fte  cmtld  be  an  employable  adult, 
and  began  to  worry  that  his  educa- 
tion at  the  special  scfiool  was  not 
preparing  him  far  the  real  wmid. 
When  they  heard  about  ••inclusion," 
they  felt  that  he  timild  benefit  fivm 
attending  his  neighbat-hood  scftool. 

By  working  closely  with  their 
local  district  teayn,  Kenny's  parents 
succeeded  in  gaining  his  inclusion 
in  afij-st  grade  classroom  with  all 
necessary  suppoiis.  During  the  last 
three  years,  he  lias  made  remarkable 
ptvgress.  He  earns  A's  and  B's,  has 
been  elected  to  tlie  student  council 
and  has  friends  among  his  class- 
mates. He  is  hr.ppy  and  hxts  ptv- 
gressed  academically  at  a  rate  simi- 
lar to  tMt  of  his  peem.  He  has  been 
truly  included. 

Stories  like  Kenny's  are  at  the  heart 
of  a  recently-announced  national  pro- 
ject known  as  AH  Childrm  Belong 
(ACB).  Jointly  operated  by  the 
National  Parent  Network  on  Disabili- 
ties (NPND)  and  the  Statewide  Par- 


ent Advocacy  Network  of  New  Jer- 
sey, and  supported  by  the  DeWitt, 
Wallace-iJeader's  Digest  Fund,  ACB 
envisions  inclusion  as  the 
fatvae  for  oiu:  children. 
Inclusion  embodies  the 
humanistic  values  that  are 
expressed  in  the  Individu- 
als with  Disabilities  Edu- 
cation Act  ODEA)  and  the  Americans 
with  Disabilities  Act  (ADA).  It  means 
we  all  count;  our  communities  can- 
not be  whole  vnthout  all  of  us. 

ACB  activities  began  in  October 
1993  and  will  continue  until  Septem- 
ber 1996.  Currently,  Parent  TVaining 
and  Information  (PTI)  centers  in  42 
states  have  conunitted  to  becoming 
ACB  operational  sites. 

ACB  bases  its  activities  on  princi- 
ples essential  to  the  meaningful 


••Cowboy"  Brian  Raia  celebrates  Halloween 
with  other  members  of  Mrs.  St7ximara'sfi7st 
gmde  class  in  Edison,  Neiu  Jersey- 

inclusion  of  children  with  disabilities 
in  their  neighborhood  schools  and 
suiTOunding  communities: 

•  Inclusion  is  a  process,  not  a  place, 
ser\ice  or  setting. 

•  Children  and  youth  with  disabilities 
have  the  right  to  participate  in  the 


same  neighborhood  schools,  class- 
rooms, extracurricular  activities  and 
community  programs  they  would 
attend  if  they  did  not  have  a  disability. 

•  Children  and  youth  with  disabili- 
ties should  have  all  necessary  sup- 
ports to  ensure  successful  experi- 
ences and  achievement  of  potential. 

•  Children  and  youth  vnth  disabili- 
ties bring  their  inherent  gifts  to  their 
schools  and  communities. 

•  Children  and  youth  vnth  disabilities 
must  be  afforded  the  dignity  of  risk. 

•  Communities  should  have  the 
capacity  to  support  participation  of 
children  and  youth  vnth  disabilities 
in  all  aspects  of  community  life. 

•  Children  and  youth  vnth  disabili- 
ties must  be  guaranteed  their  civil 
and  educational  rights  as  defined  in 
Section  504  of  the  Rehabilitation  Act 
of  1973,  the  IDEA  and  the  ADA. 

•  The  value  system  of  the  school  and 
community  should  be  based  on  the 
belief  that  all  children  belong. 

Project  Design 

Via  a  train-the-trainer  parent  curricu- 
lum, ACB  project  staff  will  train 
trainers  from  each  participating 
Parent  Training  and  hnformation 
(PTI)  center  throughout  the 
country.  These  PTI  trainers  will 
train  and  support  parents  within 
each  state  on  the  benefits  of 
inclusion  in  school  and  commu- 
nity life.  From  this  pool  of 
trained  parents  or  through  other 
means,  the  PTI  trainers  will 
recruit  15  parents  (five  per 
trainer)  to  establish  and  serve 
ab  liaisons  to  Community  Inclu- 
sion Action  Teams  (CIATs)  in 
their  own  communities. 
These  teams  bring  all  of  the  key 
stakeholders  together— parents,  educa- 
tors and  community  leaders— to  pro- 
mote school-family-community  partner- 
ships. CIAT^  will  support  the  inclusion 
of  chUdren  and  youth  with  disabilities 
through  creative  problem-solving  and 
collaborative  team  building. 
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ABILITIES  EXPO  is  a  must  attend  event 
for  all  ages,  families,  seniors,  health  care 
providers,  and  rehalxlitation  profesaonak. 
Mark  your  Calendar  to  attend 
ABILITIES  EXPO  near  you: 

ABILITIES  EXPO 
Chicago,  IL 
Rosemont  Convention  Center 
August  12-14,  1994 

For  more  information  on  attending  please  call 
203I2S6-4700,  X/3  /  or  write;  Abilities  Expo, 
363  RsefRoad,  P.O.  Box  9/5,  Fairfield,  CT  06430^15 
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c:liicago 

The  #1  Show  of  Products  and  Services 
for  People  with  Disabilities 

Opportunities  to  try  and  buy 
on  the  Show  poor 

Oiicgicint  miiikct|^)lcKT  of  proclucts  ciiitl  scwiccs  for  Pcx)plc 
vN'ith  Disdbilitics,  Seniors,  diid  Health  C  arc  I'rofcssioiiiils.  ScT 
and  tiy;  \'iin.s,  Lilis,  Wlicx-lchdirs,  lixereisers,  Comixiters, 
5-V\1ia'J  Scxx)ters,  Clothing,  Daily  Living  Aids,  IVi-sonal  Care 
Prcxluds,  Toys  and  more! 

Longest  running  Show  of  its  land  in  the  U.S. 

limphasizing  a  num-  indq.x'ndenl  and  rewarding  life  for 
People  with  Disabilities.  Come  and  explore  a  huge,  fully 
acxx^sible  "shopping  eenter"  Rill  of  prtxfuds  and  ttxhnologies. 
Attend  v\()rkshop.s  and  visit  the  eomputer  trnter,  geartxl  to 
\x)ur  ncxxls  and  interests. 


Sponsors: 

City  of  Chicago 
Richard  M.  Daley,  Mayor 
Mayor's  Office  for 
People  with  Disabilities 
Lawrence  J.  Gorski,  Director 


Easter  Seal 
Society  of 
Metropolitan 
Chicago 


SAVE  ONE  DOLLAR  •  SAVE  ONE  DOLLAR 
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Save  ONt  DOLLAR  «n  a  sinKle  admission,  regularly  $4  when  you  present  this  roupon. 
Childr«'n  under  12  are  free.  Name  and  address  miisi  be  tompleled  to  validate  coupon. 


Name . 


/Iddress 
CUf  


Male 


Zip 


telephone  ( 
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Additionally,  coalitions  or  net- 
works that  are  currently  working  to 
promote  inclusion  within  states  can  • 
operate  as  CIAT^.  The  parent  liaison 
can  provide  support,  to  such  teams  or 
coalitions  just  as  he  or  she  would  to 
a  newly-formed  team. 

Project  Materials 

All  Children  Belong  materials  consist 
of  a  train-the-trainer  curriculum, 


conmiunity  inclusion  action  kits,  a 
related  readings  manual,  an  elec- 
tronic resource  database  and  videos. 
•  T)-ain-the-Trainer  Cumculum:  The 
train-the-trainer  parent  curriculum 
corresponds  to  four  phases  of  plan- 
ning for  children  and  youth  with  dis- 
abilities— from  awareness  of  inclu- 
sion and  individualizing  supports, 
through  statewide  efforts  to  promote 
system  change.  The  materials  are 


Super  Light,  Super  Strong, 
Super  Safe,  Super  Simple... the 
Columbia  Car  Seat  has  been  the 

#1  choice  since  1986  Thousands  of  Columbia  Car 

Seats  are  now  in  use,  and  we  have  received  some  amazing  crash  stories.  One 
grateful  father  in  Louisiana  sent  a  picture  of  his  badly  crumpled  van  and  said, 
"My  4-year-old  son  escaped  without  a  scratch,  did  not  even  break  his  glasses." 
One  mother  in  Colorado  wrote,  "Thank  you  for  making  such  a  wonderful  car 
seat!  I  really  like  how  comfortable  [my  son]  is  in  it.  On  Dec.  5, 1991,  we  were 
hit  extremely  hard  on  the  passenger  side.  My  6-year-oId  son,  a  healthy  65 
pounds,  was  not  hurt  at  all  because  your  car  seat  held  him  so  securely." 

Our  years  of  real  ivorld 
experience  give  you 
peace  of  mind 
knowing  your  child  is 
comfortable  and 
secure  in  our  seat! 

PLUS  it's  light- 
weight, easy  to  use, 
good-looking  and 
easy  to  care  for! 


The  most  crash-tested 
car  scniN.ivailablc... 
passed  for  children 
trojii  20  lo  i02  lbs., 
\ol  W  i.lC.HS  H  \l  I 
AS  ML  C  11  as 
comp,iial'>lc  ■ 
car  sciC 


/ 
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Ask  for  our  FREE 
Full  Color  Catalog 
of  convenient, 
helpful  products 


NOW  iSn  L      S  rOSITlOMNC;  I'  \P  KIT! 


The  Columbia  Car  Seat  is  your  best  value! 

•  The  LIGHTEST  special  car  seat-easy  to  handle! 

•  Fits  easily  into  ALL  vehicles,  no  matter  how  compact! 

•  EXCEEDS  all  Federal  safety  standards! 

•  Approved  for  car,  school  bus  and  even  airplane  travel! 

•  Fits  your  choice  of  4  stroller  bases! 


^A^,-.,r■Ar       -   (800>  454-6612  .  , 

.MEDICAL  ^  ti^op.pLP.ai3o. ' 

MFG.  COI^P.    PScific  I'ali.sades,  C  A  W272  ^ 
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ACB  MATERIALS 

Train-tlie-Trainer  Manual  (160  pp)  $25.00 

Related  Readings  (325  pp)  40.00 

Teleconference  Vl  jeo  Tape  28.00 

Teleconference  Book  (1 50  pp)  1 5.00 

Brochure  Free 

Order  these  materials  from  NPND,  WOO 
Prince  Street,  #1 15,  Alexandria,  VA  22314. 

consistent  with  the  four  phases  of  the 
evolvement  of  inclusion  that,  liave 
been  identified  through  research  and 
practical  experience. 
•  Community  Inclusion  Action  Kit: 
The  second  mayor  element  of  All 
Children  Belong  is  the  "community 
inclusion  action  kit"  which  serves  as 
a  starting  point  for  local  CIAT^,  exist- 
ing state  or  community  coalitions, 
networks  or  collaboratives.  The  kit 
provides  the  team  with  an  introduc- 
tion to  the  project  and  a  brief 
overview  of  inclusion,  its  benefits 
and  its  implementation.  The  kit 
includes  community  self-assessment 
tools  to  assist  the  team  in  determin- 
ing what  changes,  if  any,  are  neces- 
sary to  improve  their  project. 

/I 


Kate  Cuthbertson  (foreground)  enjoys  a  class 
field  trip  to  a  petting  zoo. 

•  Related  Readings  Manual:  Each 
CIAT  will  also  have  access  to  a 
related  readings  manual  thpxt  will 
include  the  most  current,  state-of- 
the-art  writings  on  inclusion.  This 
manual  will  be  available  throagli  the 
team's  parent  liaison. 

ACB  PROJECT  STAFF 

Patricia  McGill  Smith,  Diivctor 
Diana  Cuthbertson,  Co-Director 
Jjarry  Searcy,  Assistant  Director 
Gaye  Hasslinger,  National  lYaincr 
Orah  Raia,  National  Trainer 
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•  Resource  Database:  As  the  project 
evolves,  examples  of  leadership, 
innovation  and  insight  will  be 
recorded  in  an  electi'onic  database. 
This  information  will  be  available  to 


Nim-year-old  Brian  Raia  (red  helmet)  par- 
ticipates in  "Buddy  Ball"  baseball  in  his 
home  community  of  Edison,  New  Jersey. 

all  ACB  sites.  It  will  be  disseminated 
through  a  variety  of  channels  includ- 
ing print  material  and  the  telephone. 

Project  Activities 

After  preparing  training  materials 
and  holding  an  orientation  meeting, 
the  first  NPND  national  teleconfer- 
ence was  held  on  March  9, 1994.  The 
teleconference  was  "downlinked,"  or 
shown  simultaneously,  at  22  sites.  It 
involved  over  250  participants.  The 
three-hour  interactive  teleconference 
included  live  and  pre-recorded  par- 
ticipation by  Judith  Heumann,  Assis- 
tant Secretary,  Office  of  Special  Edu- 
cation and  Rehabilitative  Services, 
U.S.  Department  of  Education;  Tom 
Heliir,  Director  of  the  Office  of  Spe- 
cial Education  Programs,  U.S. 
Department  of  Education;  Bob 
Williams,  Commissioner,  Administra- 
tion on  Developmental  Disabilities, 
U.S.  Department  of  Health  and 
Human  Services;  Martha  Fields, 
Executive  Director,  National  Associa- 
tion of  State  Directors  of  Special 
Education;  parents  of  children  with 
disabilities  and  the  ACB  national 
staff.  Questions  from  participants 
provided  a  healthy  "reality  check"  for 
teleconference  presenters. 

The  ACB  national  teleconference 
is  now  available  on  a  three-hour 
video  tape.  Shortened  versions  of  the 
teleconference  will  soon  bo  available 
for  presentations  at  conferences  and 


training  sessions.  As  other  video 
activities  occur,  tapes  of  these  events 
will  also  be  made  available. 

Following  the  teleconference,  the 
ACB  national  trainers  held  on-site 
training  for  the  Technical  Assistance 
for  the  Parents'  Project  (TaPP) 
southern  region  in  Hot  Springs, 
Arkansas  and  for  the  midwest 
region  in  Milwaukee,  Wsconsin. 
Next  spring,  training?  sessions  will  be 


held  in  west  and  northeast  regions. 

In  future  months,  articles  in  Excep- 
tional Parent  will  update  the  activi- 
ties of  the  ACB  operational  sites  as 
the  successful  inclusion  of  children 
with  disabilities  in  their  schools  and 
communities  picks  up  momentum. 

For  more  information  about  ACB, 
please  contact  Orah  Raia  or  Gaye 
Hasslinger  at  (908)  654-0980  or  Larry 
Searcy  at  (703)  684-6763,  voiceATY. 
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ADJUSTEASE  :  CUAMING  SOLUIION 

SY,  IT'S  CI^D'S  PLAY! 


Sofe,  we)  fun  in  ihe  shower  ond 
boih— ond  il  goes  to  ihe  beach 
apod,  loo! 

AJjmltin*  Wmhdnir't  vour 
sensible  buck-  and  bod-sover! 


An  AccessAbte,  succeuKil  baihiub  replocetrenii 
Good'looliing  ond  buiiier-ftee,  AccMihovMt'i 

on  eosy  to  do  I  -doy.  noplumbef  project! 
Ii's  0  sofe  investment — you  con  crtn  tolce  it  with  ^.  *  - 

you  wlien  vou  nx>e!  ^  .  *  '  \    ^  ^ 

ORSiR  YOUR  Aieasitid^R^^mM 

"CUANiNG  SOLliTlatN''  RY.AUOUSt^O 

Q  SAiir'M  46%  (up  fo  $3651)  Ok,  irb^JI 
CHILD'S  IkDiUntMSM^  WMMCIIMMl 

0  eir THff  AMUMHGLY  AOiiPHVI 

oKAtei f Mf  nuunr  om£-caj»  syskm  < 

FOft  ONLY  $59*9PI  {nguhrfy  $89,991) 


Access, 


FOR  fEVEBY  BODY! 

YES  WE  S4U  FlU  3*  PAUrr  PUHCHASES  IWOUGH  ICJCAI  DCAIESSI  just  CAa  us  flliSTI 
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Chairman 
of  the 
Board. 

That's  my  son  Jcdidiah.  He's  the 
reason  I  started  Special  Designs  Inc. 
You  see,  as  a  parent  of  a  disabled  child, 
I  had  a  lot  of  troutile  finding  furniture 
to  fit  my  son's  special  needs.  Furniture 
that's  durable  and  sturdy,  easy  to  adjust 
and  easy  to  take  along  to  a  restaurant  or 
to  Grandma's.  Furniture  that  looks  like 
it  belongs  in  a  home— not  in  a  hospital. 

Finally.  I  got  tired  of  looking  and 
made  it  myself.  Then  it  occurred  to 
me--maybe  other  parents  have  the  same 
needs,  That's  how  it  all  began,  If  you 
want  to  know  more  about  our  full  line 
of  furniture  for  disabled  children,  call 
us  at  the  number  below,  or  write  for  a 
free  catalog. 

What's  it  like  working  for  Jed'.'  F-.asy. 
I've  ne\  er  had  a  more  lovable  boss, 
I'ctcr  Qiivinv 


PECIAL 

DESIGNS,  (908)464-8825 


CUSTOM  EQUIPMENT  FOR  SPECIAL  KIDS 


Box  130,  GilleHe,  NJ  07933 


ROii  MODELS  ronlinurdfrom  page  35 

teams.  I  earned  seven  varsity  let- 
ters doing  that.  That  was  my  vicari- 
ous way  of  being  a  jock  and 
hanging  out  witli  the  guys. 

Small  Town  Life 

I  think  that  one  reason  my  inclusion 
worked  was  because  I  lived  in  a 
small  town.  In  Bismarck,  everybody 
knew  each  other  They  couldn't 
imagine  John  Kemp's  son,  Johnny, 
not  going  to  school  with  the  same 
kids  he  played  with  every  summer 
It  was  just  unthinkable.  They  just 
couldn't  imagine  that  they  would 
know  somebody  that  they  would 
then  reject.  There  is  a  lot  to  be  said 
for  small  towns  and  rural  America 
where  they  just  accept  you  for  the 
way  you  are.  In  big  cities,  you're  a 
number;  you  get  to  be  a  disability, 
not  a  person.  You  are  slotted  into  a 
category  and  nobody  connects  with 
you  as  an  individual. 

Of  course,  I  still  got  teased  a  lot. 
One  day,  I  came  home  crying  that 
these  kids  had  been  making  fun  of 
me.  They  said  I  had  wooden  anns 
and  wooden  legs  and  a  wooden 
head — which  probably  isn't  too  far 
off  the  mark! 

My  dad  said,  "Weil,  those  kids 
have  a  handicap,  too."  He  said 
something  that  folks  with  disabili- 
ties today  believe  in  very  strongly. 
He  told  me  that  I  might  have  a  dis- 
ability, but  other  people  who  don't 
accept  me  have  a  handicap.  A 
handicap  is  something  external  to 
me  that  interferes  with  my  freedom 
to  be  a  part  of  my  commimity.  A 
curb  without  a  curb-cut  is  a  handi- 
cap to  .someone  in  a  wheelchair  A 
shiny,  round  doorknob  is  a  handi- 
cap to  someone  who  has  clamps 
and  hooks.  People's  negative 
slereotyiJical  thinking  about  indi- 
viduals witlt  disabilities  is  a  handi- 
c  ap  to  our  acceptance.  That  was 
the  first  time  someone  had  lifted 
the  burden  of  "handicappism"  off 
of  mo.  I  got  toiisod,  but  my  dad  ptit 
it  into  persjx'ctive — "it's  their  [jrob- 
lom  not  yours." 
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Confidence, 
Independence, 

jfhe  Crotched  Mountain  Rehabilitation 
Centci  and  Preparatoiy  School  offers 
innovative  academic,  therapeutic, 
residential,  and  medical  ser\'ices  designed 
to  maximize  the  educational  potential  of 
physically  and  de\  elopmentally  challenged 
children  and  young  adults  with: 

•  Head  Injur\^ 

•  Cerebral  Palsy 

•  Spina  bifida 

•  Autism 

•  Down's  Syndrome 

•  Developmental,  Behavioral.  Emotional 
and  Neurological  Disorders 

•  Fetal  Substance  Exposure 

The  CMRC  program  includes: 

•  Fully  Accredited  Preparator\'  School 
Curriculum 

•  Modern  Residential  Group  Homes 

•  Licensed  Skilled  Nursing  Facility 

•  Accessible,  State-of-the-Art  Librar\' 

•  Total  Communications  Center 

•  Fully  Adapti\  e  and  Accessible 
Sports  Facility 

•  Comprehensive  Transition  Ser\'ices 

For  more  information  on  these 
services  or  those  of  our  subsidiaries, 
please  contact  our  Admissions 
Officer,  Debra  Flanders  at 
(603)  547-3311,  ext.  235. 

CROTCHED  MOUNTAIN 


,4  siilmliciiy  of  the  Crulched  MowiUiin  Foundation 
1  Vi  rm:y  Drivv,  Crki-nfihd,  NH  (WM".  iW\ Sn'-.-lM  I 
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Not  For  A  Nickel  and  a  Dime 

by  David  M.  Cameron 


I 


The  lights. . .  the  lights  are  the  thing.  And  the  spin- 
ning. Sound  and  colors  attract  as  well,  but  it's 
mainly  the  lights  and  the  spinning.  A  ticket  costs  50 
cents — half  a  dollar  for  a  few  minutes  riding  the 
carousel,  spiiming  with  the 
lights  and  circling  within 
the  rotating  wheel.  Fifty 
cents  buys  little  these  days, 
so  to  spend  it  on  a  few  min- 
utes of  merciful  delight  is 
well  worth  it — especially 
since  for  those  few  min- 
utes, Will's  squeals  of  glee 
sound  no  different  than  the 
squeals  of  the  10  or  15 
other  children.  His  gap- 
toothed  smile  is  not  out  of 
place.  His  inability  to  speak 
makes  no  difference.  He  is 
a  four-year-old  where  a 
four-year-old  should  be. 

I  go  to  the  ticket  booth. 
A  kindly  woman  puts  her 
sandwich  down  and  wipes 
mayonnaise  from  her  smile. 
"One,"  I  say,  holding  two 
quarters  with  one  hand  and 
Will  with  the  other. .  he 
tears  off  a  ticket  and 
directs  me  around  the  rail- 
ing to  the  line  where  other 
would-be  jockeys  wait. 

As  we  leave  the  ticket  bootli,  Will  does  his  "WUl 
Thing" — part  squeal,  part  dance,  part  earnest  response 

Will  Camemn  rides  the  cmvusel  in  Greensboro,  North 
Carolina  where  he  lives  with  his  sijc-year-old  sister, 
Katie,  and  parents,  Dauid  and  Kath>yn.  Kathrifn 
associate  pastor  at  Fiist  Presbyterian  Church,  Greens- 
bow;  David  is  a  P>vsbytei'ian  pastor  and  thovpist  at 
the  Presbyieiian  Cottnseling  Center.  Will,  who  has 
autism,  is  learning  to  communicate  thivugh  sign  lan- 
guage and  othermetliods.  When  not  in  school,  Will 
enjoys  his  weekly  gymnastics  lesson,  backyard  tree 
house,  hula  hoop  and  Big  Wfieel. 


David  Cameron  joins  Will 
for  a  ride  on  the  carousel. 


to  a  stimulus  I  don't  share.  I  don't  even  think  about  it, 
it's  such  a  part  of  who  Will  is  and  who  I  am  in  relation 
to  him.  But  the  kindly  ticket-taker  notices.  In  a  conspir- 
atorial hush,  she  whispeis,  "Is  he  handic^ped?" 

God,  yes!  God,  no!  God  knows. 
"Yes,"  I  conspire  back,  wondering 
why  she  has  to  ask  and  why  I  feel 
compelled  to  answ 

"Then,  his  ticke   >  only  35 
cents.  Handicapped  children  get  a 
discount." 

Don't  get  me  wrong.  There  )f  a 
place  for  discounts,  a  need  for  par- 
ents with  financial  burdens  to  be 
able  to  lay  some  of  those  burdens 
down.  But  the  label  is  costly,  too. 

For  the  few  minutes  of  a 
carousel  ride,  if  Will  can  be  happy, 
if  he  can  be  simply  one  child 
among  others,  if  he  can  spend  an 
instant  without  being  judged 
according  to  his  deficits,  then  I 
gladly  forego  his  discount.  I  would 
not  trade  those  moments  for  a  hun- 
dred dollars,  certainly  not  for  a 
nickel  and  a  dime. 


Fathers'  Voices  is  a  regular  JeatMre 
of  Exceptional  Parent  magazine. 
This  column,  coordinated  by  James  May,  Project  Direc- 
tor of  ttie  National  Father's  Network,  focuses  on  fathers ' 
experiences  rearing  children  xvith  special  needs.  Your 
contributions  to  this  column  are  encouraged. 

For  more  irtfomtation  about  the  National  Fathers' 
Network  (NFN)  or  to  rpceive  their  newsletter,  write  or 
call:  Naticnal  Fathers' Nelwotic,  16120  N.E.  Eighth 
Street,  BeUemie  WA  98008,  (206)  747-JtOOU  or  (206) 
747-1069  (fax).  Funded  by  a  Maternal  and  Child 
Health  Bureau  grant,  the  NFN  providcfi  networking 
opportunities  for  fathers  regarding  their  commm  con- 
cerns; develops  father  support  and  mentoring  pro- 
grams; and  creates  curriculum  as  a  means  of 
promoting  fathers  as  significant,  nurturing  people  in 
their  children 's  andfam  Hies'  lives. 
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When  behavioral 
problems  obstruct 

medical  treatment, 
call  Cumberland  at 
1-800-368-3472. 


At  Cumberland  Hospital,  we  care  for  the  diffi- 
cult-to-treat — children  and  adolescents  whose 
medical  treatment  is  being  hindered  by  behav- 
ioral problems.  And,  we've  developed  special- 
ized programs  to  treat  the  psychological  as  well 
as  the  medical  symptoms  created  by  injuries  or 
illnesses  such  as  head  injury,  seizure  disorders, 
diabetes,  anorexia/bulimia,  colitis  and  asthma. 
For  complete  information  about  Cumberland's 
extensive  treatment  programs  and  capabilities, 
call  toll-free  1-800-368-3472  .  Sometimes  your 
last  resort  can  be  the  best  solution. 

C^UMBERLAND 

^j^^.  i  i  ^O.  Box  150,  New  Kent,  Virgnja^3124 

ujujfijawpBinijjij  Circis  ^18 


Honor  Thy  Son 

It  started  out  as  an  adventure,  but  turned  into  a  love  story 


I ike  all  good  adventures,  mine  started  late  one  niglit. 
Of  course,  it  was  stormy.  I  was  awakened  by  my 
■  wife. 
"It's  time,"  Michele  said. 
"How  do  you  know?"  I  asked. 
"My  water  broke." 

"All  right,"  I  answered.  "Remember  what  we 
learned  in  our  Lamaze  class.  Don't  panic.  Just  lie  there 
and  wait." 

"For  what?" 

A  moment  later,  it  hit  me.  I  leapt  to  my  feet,  pan- 
icked. "Come  on!  Let's  go.  The  baby's  on  its  way!" 

Michele  was  already  in  her  robe,  bag  in  hand.  We 
hurried  to  the  car.  The  rain  was  gone.  So  were  the 
clouds.  Left  was  a  huge  full  moon.  All  I  could  think  of 
was  the  pull  of  the  moon  on  tides  and  babies. 


Lou  Shatv  with  10-year-old  Hiltayy. 

It  was  4:30  a.m.  Three  hours  later,  Hillary  was  bom. 

Ten  hours  later,  we  learned  that  Hillary  had  Down 
syndrome. 

Twelve  hours  later,  I  was  dnink. 

Twenty-four  hours  later,  Michele  was  dealing  wiUi 
two  infants,  Ilillaiy  and  me. 

Twonty-nino  houre  later,  I  had  grown  up  i>nough  to 
agioo  that,  despite  the  doctor's  tiire  warnings,  we 
would  bring  1  Hilary  home. 


Ten  days  later,  during  Hillary's  first  early  interven- 
tion class,  I  had  grown  up  enough  to  be  grateful  for  our 
decision. 

The  Adventure  Comes  Full  Circle 

Five  years  later,  I  wrote  and  produced  an  episode  on 
The  Fail  Guy  television  series  that  involved  a  10-year- 
old  boy  with  Down  syndrome.  I  cast  a  10-year-old  boy 
with  Down  sy  idrome,  Jason  Kingsley,  to  play  the 
part — 47  pages  of  dialogue.  The  show  was  a  critical 
and  ratings  success. 

Ten  years  later,  my  adventure  has  come  full  circle 
with  Honor  Thy  Son,  a  novel  I  have  written  dealing 
with  a  21-year-old  young  man  who  has  Dovm 
syndrome. 

When  I  wrote  the  script  for  the  television  show,  I 
was  resolved  to  depict  a  boy  with  Down 
syndrome  who  was  capable  of  following 
his  dream  with  the  same  determination  as 
any  other  child.  Likewise,  in  the  novel,  I 
was  steadfast  in  my  intent  to  show  a 
young  man,  JJ,  aspiring  and  already  build- 
ing toward  a  full  and  productive  adult  life. 
Through  the  character  of  JJ,  I  wanted  to 
convey  that  a  person  with  Down  syn- 
drome does  not  need  to  be  pitied  or 
patronized.  What  he  needs — like  every- 
one else — is  acceptance,  understanding, 
love  and,  above  all  else,  the  right  to  be 
what  he  wants  to  be  in  the  best  way  he 
can. 

I  have  always  felt  an  empathy  for  par- 
ents who  are  deeply  troubled  at  the 
thought  of  raising  a  child  with  a  disability. 
When  such  a  baby  is  bom,  life-long 
expectations  are  often  shattered.  I 
wanted  the  character  of  JJ's  father  to  be  a 
man  who,  feeling  bitterly  betrayed  and 
unable  to  cope  with  what  seemed  to  him  to  be  a  cata- 
strophe, lived  in  extreme  anger  and  denial.  To  heighten 
these  emotions,  I  chose  to  lock  father  and  son  together 
in  a  mystery/thriller 

Acceptance  and  Bonding 

JJ  is  framed  for  a  murder.  His  father,  who  deserted 
him  anti  his  mother  immediately  after  his  birth,  soon 
finds  himself  a  fugitive  along  with  the  son  he  has 
never  been  able  to  accept.  Through  their  shared 
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ordeal  and  on-going  conflict,  the  fat»'.er  struggles  out 
of  the  morass  of  denial.  With  grief,  he  buries  the 
"remarkable,  highly  intelligent  and  '^ed"  son  of  liis 
shattered  expectations. 

At  last,  the  father  becomes  able 
to  see  his  son  as  a  unique  individ- 
ual. This  long-belated  acceptance 
enables  them  to  bond. 

You  see,  to  my  surprise,  my 
adventure  turned  out  to  be  a  love 
story. 

— Lou  Shaw 


Lou  Shaiv  is  the  creator  ofQuiNCY 
and  has  \oritten  for  or  produced 
the  television  shows  McCloud, 
CowMBO,  Maude,  the  Smothers  Brothers  and  The 
Fall  Guy.  He  won  an  Edgar  award — the  mystery 
writers'  equivalent  of  the  Oscar— for  Quis'CY.  He 
also  toon  two  Media  Access  Atoaitis  and  numerous 
other  honors  for  the  episode  of  The  Fall  Guy  that 
included  the  character  of  a  10-year-boy  with  Down 
syndwme  and  cast  a  10-year-old  boy  with  Doion 
syndrome  to  play  the  pan.  Lou  lives  in  Los  Angeles 
with  his  family. 


From  Honor  Thy  Son.  . . 


...  How  could  a  love  that  seemed  so  right  go  vmmg? 

Jack  was  struggling  to  sta^r  together.  The  inner 
claustrophobia  had  whipped  him  into  a  frenzied  panic. 
"I  was  there  and  you  still  insist  you  did  nothing.  That 
means  someone  framed  you.  Why?  Tell  me!  Why  would 
someone  bother  framing  you?  You're  not  that  impor- 
tant to  anybody!" 

JJ  could  only  stare  at  him  tearfully. 
"Think!  Why  would  someone  frame  you?"  As  JJ 
shrugged,  "Come  on.  Think  about  it!  Why?  Answer! 
You're  not  that  slow!" 

Slow.  The  word  flew  around  Jack's  brain,  darted 
through  his  body,  went  back  to  his  brain,  but  could 
find  no  further  escape.  Jack  took  a  long  swig  of  scotch 
Choked.  Nearly  threw  up.  Slow.  Jack  knew  the  statistics.  A 
great  percentage  of  the  prisoners  on  death  row  were 
retarded.  Slow.  Who  could  be  a  better  patsy! 

Mystery  lovers  will  enjoy  Honor  Thy  Son.  In  addition  to 
being  an  eoccUingJast-paced  thriller,  the  book  wiU  have 
special  meaning  for  many  readers  qf  Excefhonal  Parent. 
Honor  Thy  Son  is  available  through  Exceptional  Parent 
Library,  (800)  535-1910  ($12.95,  paperback). 


Barrier  Free  Lifts 


BARRIER  FREE  CEILING  LIFTS  ARE 

>  Used  independently! 

Most  physically  challenged  people  can 
transfer  themselves  unassisted. 

•  Air  tube  controlled! 

No  electricity  to  the  user! 
No  chance  of  being  shocked! 
Can  operate  while  in  water! 

•  Mtilti-directional! 

Vertical  &  horizontal  motion  at  the  push 
of  a  button. 

•  Battery  operated  &  no  maintenance! 

Batteries  are  automatically  recharged 
each  time  the  lift  is  used. 

Helping  You  Achieve  Greater  Mobility 
Barrier  Free  LiftSf  Inc. 

P.O.  Box  4163  •  Manassas.  VA  22110 
(703)  361-6531  •  FAX  (703)  361-7861 
1-800-582-8732 
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Point  OF  View 


Disability  Really  Isn't  That  Romantic 

by  Elaine  Greenbaum 


With  imaginative  public  awareness  campaigns,  we 
advocates  have  con\dnced  many  important  peo- 
ple that  disabilities  don't  matter  as  much  as 
rights,  attitudes  and  accessibility.  Stories,  and  the 
words  we  use  to  tell  them,  seem  to  matter  more  than 
IQs  or  difficulties  in  walking,  talking,  hearing  or  seeing. 

People  with  "differing  abilities,"  which  seems  to  be 
the  new  prefened  usage,  do  not  "suffer"  nor  are  they 
"afflicted."  Cute  children  "just  h^pen  to  have"  Down 
syndrome  or  spina  bifida  or  cerebral  palsy.  Adults,  who 
may  be  physically  or  mentally  "challenged,"  will  over- 
come, get  jobs  and  live  "as  independently  as  possible." 

The  medical  model  of  dis- 
ability, which  focused  on 
deficits  and  conditions  that 
needed  to  be  treated  and 
fixed,  has  been  rejected.  Now, 
the  mcgor  questions  about 
disability  are  addressed  from 
the  more  romantic  view  of 
the  cixol  rights  model.  The 
speeches  and  statements  at 
the  signing  of  the      ^^^^..^y  ..j^^^ 
1990  Americans  normally"— One- 
with  Disabilities        year-old  Nate  shares 
a  laugh  ^uith  Mom. 

Nate,  holding  bal- 
loons, celebrates  his 
gmdiiation  fivm 
Montessoti  Scfiool. 


Act  (ADA)  made  us 
all  feel  so  very 
good.  But  no  mat- 
ter how  well-writ- 
ten the  stories,  no 
matter  how  cute  the  kids,  no  matter 
how  strongly  we  accentuate  the  posi- 
tives with  euphemisms,  having  a  disabil- 
ity is  not  that  romantic. 


Romance  Versus  Reality 

Twenty  years  ago,  we  were  thrilled  and  relieved  when 
professionals  told  us  to  treat  our  newborn  son  with 
Down  syndrome  "normally."  When  Nate  thrived  in  a 
regular  Montessori  preschool,  we  were  delighted.  We 
were  convinced  of  the  benefits  he  would  reap  from  im 
inclusive  education.  But  the  conviction  that  his  disabil- 
ity did  not  matter  began  to  weaken  somewhat  as  read- 
ing, writing  and  arithmetic  became  more  important 
than  Juice  pouring,  circle  time  and  creative  dramatics, 
Inclusion  in  a  reguhu-  middle  school  certainly  was 
tougher.  Regular-education  teachers  found  it  difficult 
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to  adapt  curricula  And,  in  an  atmosphere  where  sim- 
ply wearing  the  wrong  brand  of  jeans  is  grounds  for 
exclusion,  Nate's  peers  had  a  hard  time  befriending 
someone  with  an  extra  chromosome. 

But  life  goes  on,  and  partial  inclusion  in  a  regular 
high  school  has  worked  well.  I  think  a  magor  reason  for 
this  success  has  been  the  use  of  "reverse  mainstream- 
ing"  in  which  the  most  self-assured  regular-education 
students  come  into  our  son's  self-contained,  special- 
education  classroom.  Zealots  might  argue  that  bringing 
regular-education  students  into  a  self-contained  class- 
room is  "second  best"  and  philosophically  unaccept- 

Bable.  In  their  view,  "best"  would  be  defined  as  the 
elimination  of  all  separate  classrooms  and  special 
education.  I  am  not  so  sure. 

~  The  Uncertain  World  of  Work 

What  I  am  sure  of  is  that  the  years  after  high 
school  vnH  be  less  romantic  than  challenging.  The 
romance  of  disabilities  turns  on  words  that  stress 
similarities  rather  than  differences.  But  the  differ- 
ences are  nonethe- 
less real.  During  this, 
Nate's  last  year  of 
high  school,  we  do 
not  worry  about 
drinking  and  driving, 
SAT  scores  or  college 
admissions.  Nate 
does  not  drive,  nor 
do  most  of  Ills  close 
friends.  And  instead 
of  thinking  about 
post-secondarj.'  edu- 
cation, we  are  agonizing  about  the  job  market. 

For  oiu-  son  and  millions  of  other  younp  adults  with 
disabilities,  the  real  world  after  high  school  graduation 
offers  only  a  small  chance  at  complete  economic  inde- 
pendence. Despite  the  occasional  success  story  and 
the  rhetoric  about  ADA,  employment  and  earnings  sta- 
tistics for  persons  with  disabilities  are  abysmal.  Fewer 
than  half  of  all  working-age  adults  witli  disabilities  are 
employed. 

Nearly  seven  million  adults  with  disiibilities  receive 
income  support  from  the  govenmient.  Eligibility  for 
montWy  checks  from  Supplemental  Security  Income 
(SSI)  or  Disability  Insurance  (DI)  is  viewed  by  many  as 
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Nate  Greenbaum, 
age  20 


a  right.  In  mid-1992,  the  montlily 
check  for  an  individual  on  SSI  was 
about  $400;  the  check  for  an  indi- 
vidual on  DI  was  about  $600.  Both 
programs  stop  providing  income 
support  when  an  individual  consis- 
tently earns  $500  or  more  per 
month. 

Since  both  public  income  sup- 
port programs  are  liiUced  to  health 
insurance  (Medicaid  and  Medicare), 
the  certainty  of  a  $400-600  montWy  government  check 
with  health  benefits  dominates  most  decisions  about 
work.  Only  the  person  with  a  really  strong  work  ethic 
wiU  choose  the  uncertain  world  of  work  over  a  monthly 
check  from  the  government  that  includes  health  care 
coverage. 

In  the  romance  and  emotion  surrounding  oui- 
embrace  of  the  civil  rights  model  and  AD/^  we  advo- 
cates have  ignored  important  economic  lessons.  Sim- 
ple mandates  have  never  produced  enough  high-paying 
jobs  to  lift  large  numbers  of  individuals  out  of  poverty. 
Moreover,  since  many  of  the  working  poor  lack  health 
insurance,  the  lure  of  programs  like  DI  and  SSI  with 
their  link  to  medical  insurance  is  easy  to  understand. 

While  the  work  disincentives  for  mothers  on  wel- 
fare are  widely  recognized,  almost  no  one  worries 
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A  Quality  Life  Experience 
For  Persons  with  Down  Syndrome 
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In  this  picturesque  colonial  village,  located  in  scenic 
central  New  York  State,  life  is  full  of  wholesome 
activities  and  rewarding  opportunities.  Residents  with 
Down  Syndrome  experience  the  joy  and  personal 
satisfaction  of  learning,  working,  and  participating  in 
a  vital,  dynamic  community.  Our  year-round,  co-ed 
program  includes  education,  recreation,  and 
employment  opportunities  plus  the  chance  to  live  life 
to  the  fullest.  Call  us  today. 

R.R.  #1,  Box  32-A,  Edmeston,  NY  13335 
Telephone  (607)  965-8377 


EXCEPTIONAL  PARENTS 
TALK  ABOUT  M.O.V.E. 

"Sitting  and  lying  have  turned  to  standing  and 
wEilking — and  now  even  speaking.  All  skills  I 
was  told  Lauren  would  never  have.  Because  of 
the  M.O.V.E.  program,  Lauren  can  communicate 
with  others  in  ways  I  thought 
were  not  possible." 
Barbara  Ruben,  parent 
Canoga  Park,  California 
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"It's  changec'  our  lives.  For  the  ^ 
first  time  in  four  years,  I  have  4 
had  to  baby -proof  my  house 
i  am  thrilled!" 
Kim  LeonettL  parent 
Los  Angeles,  California 
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The  M.O.V.E.  curriculum  teaches  the  basic 
motor  skills  of  sitting,  standing,  and  walking. 
For  more  information,  contact: 


^  Rifton  For  People  With  Disabilities 
^     PO  Box  901  •  Rifton.  NY  12471 


800-374-3C66/ext  102 


Circle  #  66 


niHAllLITATlON  PRODUCTS 


RctureOfFun! 


The  best  Europe 
has  to  offer  at 
American  prices. 

Three  different 
styles  in  various 
sizes  for  all  ages. 
Call  or  send  for 
our  new  color 
catalog. 


VlSA-MasterCard  Now  Available 
CALfl  TOLL  FREE  1-800-306-6777 

P.O.  Box  1364  CuMiEitLASO,  Makyland  21502  •  301-759-3525 

Copyllhl  THMO  IMO.  Al^ 
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about  similar  disincentives  for  per- 
sons with  disabilities.  And  when 
welfare  reformers  require  that  all 
"able-bodied"  persons  work,  the 
implication  is  that  persons  with  dis- 
abilities may  not  have  to.  Policy 
debates  about  workfare  and  health 
care  reform  tend  to  ignore  the  way 
that  current  policies  work  to  erode 
the  work  ethic  of  persons  with  dis- 
abilities. 


We  Want  our  Son  to  Work 

We  worry.  We  want  our  son  to 
work.  Employers  at  all  three  of  his 
part-time  jobs  have  commented 
upon  his  good  work  ethic.  As  he 
graduates,  he  has  developed  cer- 
tain competencies  that  should 
serve  him  well  as  an  employee.  His 
disabilities  do  not  prohibit  work; 
they  just  make  it  much  more 
difficult  for  him  to  earn  much  more 


A.S.K. 

AboBt  Your  Child's  Future 

You  have  questions  about  your  special  child's  future?  The  Association 
for  Special  Kids  has  trained  representatives  who  can  help  answer 
these  questions. 

4:  Housing 
*  Health  Care 
i  Guardianship 
i  Government  Benefits 
Finances 

A.S.K.  Has  The  Answers! 

The  Association  for  Special  Kids  is  a  unique  financial  planning  organi- 
zation exclusively  dedicated  to  helping  parents  of  children  with  dis- 
abilities protect  their  child's  future.  Under  the  guidance  of  our 
Executive  Director,  Dr.  Nita  Savader,  our  counselors  work  with  you  as 
well  as  a  network  of  qualified  attorneys  and  accountants  to  set  your 
plan  in'  action.  The  Association  for  Special  Kids  charges  no  fees 
for  its  services.  After  all,  most  of  our  counselors  are  parents  just  like  you. 

For  more  information  concerning  our  services,  refer  to  the  circle  * 
below  on  the  Business  Reply  Card  in  the  back  of  this  issue. 

If  you  still  have  questions  about  your  child's  futiire,  ask  them!  The 
Association  for  Special  Kids  will  help  you  find  the  answers. 

Association  for  Special  Kids,™  Inc. 

A  uniaue  financial  planning  organization 
for  parents  of  children  with  disabilities.  , 


A.S.K. 

107  W.  Hill  Street 
Baltimore,  MD  21230 

1-800-832-0467 


than  $500  per  month  for  the  next 
few  years. 

People  with  disabilities  are  not 
typically  viewed  as  welfare  cases. 
But  most  do  not  work.  The  rhetoric 
surrounding  ADA  suggested  that 
most  adults  with  disabilities  could 
and  would  work  once  discrimina- 
tion and  other  barriers  were 
removed.  If  it  turns  out  that  most 
could  wor  k  but  don't,  the  nation's 
reservoir  of  good  will  for  person 
with  disabilities  is  sure  to  leak 
away  no  matter  how  many  roman- 
tic stories  we  tell.  If  it  turns  out 
that  most  cannot  work,  then  the 
ADA  is  a  fairy  tale. 

Elaine  Greenbaum 
is  co-ciiair  of  the 
Adult  Issues 
Committee  of 
tlie  National 
Association  for 
Doum  Syndrmne 
(708/325-9112)  and  set-ves  as  a 
patient  semices  facilitator  at  the 
Adnlt  Doum  Syndrome  Center  of 
Lvthei'an  Genei'al  Hospital  in 
Park  Ridge,  Illinois.  She  lives  with 
her  husband,  son  and  daughter  in 
suburban  Chicago. 

Nate  gixidtia  ted  from  high 
school  on  June  9,  1993.  In  Augn.st 
1993,  he  started  ^vhat  his  parents 
thought  would  be  the  peifect  job — 
tvorking  in  food  service  at  his 
abna  mate):  The  job  lasted  only 
six  tveeks.  Nate  had  tmined  in 
that  position  for  two  years,  but 
tvlien  his  employe)-  had  to  pay  him 
minimum  wage,  it  turned  out  that 
Nate  icorked  too  slouiy  to  be  a 
cost-effective  employee.  The  ne.rt 
job  lie  landed,  folding  laundry  at 
Northwestern  University's  e.recu- 
tive  training  center,  has  worked 
out  much  better 

For  calendar  year  1993,  Nate 
opened  an  IRA  and  received  a  full 
refund  of  all  federal  income  ta.r 
deducted  f mm  his  paychecks;  he 
paid  $110  in  state  income  ta.v.  He 
.spent  .some  of  his  earnings  on  a 
California  vacation  and  dreams  of 
a)i  acting  career  in  Hollywood. 


er|g 


circle  #216 
EXCEPTIONAL  PARENT  /  JULY  1994 


520 


by  David  Hirsch,M.D 


Questions  about  incontinence 


QI  know  that  my  child  has  a  dis- 
ability, but  I  believe  he  can  be 
potty  trained.  How  much  longer  than 
average  will  it  take  and  are  there  any 
tricks  that  will  help? 

A First  of  all,  children  with  or 
without  disabilities  potty  train  at 
different  ^es  depending  on  their 
physical  and  developmental  maturity. 
Normally,  bowel  control  is  achieved 
before  bladder  control.  When  a  child 
is  developmentally  ready,  bowel 
training  can  begin.  For  the  average 
child  without  disabilities,  this  is  usu- 
ally about  age  two. 

Before  potty  training  can  begin, 
the  child  must  be  willing  and  able  to 
sit  with  feet  touching  the  ground  and 
with  good  balance — a  problem  for 
some  children  with  certain  disabili- 
ties. The  child  also  must  be  able  to 
understand  what  his  parents  expect 
with  regar  d  to  using  the  potty. 

Children  with  disabilities — physi- 
cal, intellectual  or  both — typically 
take  longer  to  potty  train.  Regardless 
of  the  cluld's  disability,  it  is  important 
to  go  at  his  or  her  own  rate.  Rushing 
the  process  inevitably  results  in 
delaying  the  training.  A  reasonable 
goal  for  many  children  with  disabili- 
ties is  for  them  to  be  trained  by  the 
time  they  enter  grade  school.  In  stud- 
ies of  individual  children  and  young 
adults  with  mental  retardation^ 
approximately  70  percent  had  bowel 
control  by  age  seven.  Full  bladder 
control  occurred  by  the  same  age  in 
approximately  60  percent. 
Bowel  control:  The  use  of  incen- 
tives (bribes)  and  "tripping"  (taking 
the  child  to  and  placing  the  child  on 
the  potty  at  regular  intervals)  are 
good  techniques  to  use  in  bowel 
training.  Timing  is  also  important. 
Tlie  best  time  to  take  the  child  to  the 
potty  is  after  a  meal;  this  takes 
advantage  of  the  reflex  that  encour- 
ages a  bowel  movement  after  eating. 


The  ultimate  goal  is  to  teach  the 
child  to  empty  his  bowels  daily  at  a 
regular  time. 

Some  children  with  disabilities 
can  never  be  bowel  trained  because 
they  do  not  have,  nor  can  they 
develop  the  necessary  control  of 
their  external  anal  sphincter.  This  is  a 
physical  limitation  that  has  nothing 
to  do  with  a  child's  intellectual  abili- 
ties or  motivation. 
Bladder  control:  Urinary  conti- 
nence is  another  area  of  concern  in 
many  children  with  developmental 
disabilities,  although  often  not  as 
pressing  as  bowel  control.  As  noted 
above,  approximately  60  percent  of 
children  with  mental  retardation, 
who  may  or  may  not  have  other  dis- 
abilities, achieve  bladder  control  by 
age  seven. 

Bowel  and  bladder  control  are 
oft.en  related  in  that  a  child  who  is 
chronically  constipated  may  have 
more  difficulty  with  bladder  control. 
CX'emight  bladder  control  is  typically 
achieved  at  later  ages  for  children 
with  disabilities,  especially  those 
who  are  very  sound  sleepers. 

QMy  eight-year-old  has  static 
encephalopathy  and  is  unable  to 
eat.  She  is  on  gastrostomy  tube  feed- 
ings and  is  incontinent.  Her  stools  are 
either  very  loose  or  very  hard.  This 
seems  to  make  her  uncomfortable. 

A Children  who  are  tube  fed  usu- 
ally cannot  regulate  their  intake 
of  enteral  preparations  (special  for- 
mulas fed  througli  a  tube  directly 
into  the  stomach  or  small  bowel)  and 
"free"  water  (additional  water  that  is 
not  part  of  the  enteral  preparation). 
This,  along  with  the  fact  that  many 
children  on  tube  feedings  are  not  as 
active  as  their  peers,  may  lead  to 
inconsistency  in  bowel  movements. 

If  chronic  constipation  or  diar- 
rhea is  a  problem,  your  child's  pedia- 


trician may  have  to  make  changes  in 
her  enteral  formula  Most  often,  how- 
ever, relatively  simple  changes  will 
help.  Additional  fiber  will  help  mild 
constipation  or  excessively  loose 
stools.  Stool  softeners,  many  of 
which  are  available  over  the  counter, 
can  help  mild,  intermittent  constipa- 
tion as  long  as  they  are  used  with 
additional  free  water.  Also,  additional 
water  needs  to  be  given  to  a  child 
during  hot  or  dry  weather. 

It  is  best  not  to  allow  constipa- 
tion or  very  firm  stools  to  continue 
over  a  long  period  of  time  because  it 
will  become  more  difficult  to  control. 

It  is  relatively  common  for  par- 
ents to  complain  of  "diarrhea"  in  a 
child  who  actually  has  severe  coiisti- 
pation.  A  severely  constipated  child 
may  appear  to  have  diarrhea  because 
only  very  loose  stool  can  be  expelled 
around  the  very  hard  or  impacted 
stool  in  the  lower  part  of  the  large 
bowel.  It  is  important  for  parents  and 
their  health  care  provider  to  discuss 
this  distinction  so  that  the  proper 
therapy  can  be  reconunended. 

David  Hirsch,  M.D.,  a  board- 
certified  pediatrician,  is  a  partner 
in  Pivoenix Pediatrics,  Ltd.  in 
Phoenix,  Arizona.  He  specializes  in 
treating  children  with 
developmental  disabili- 
ties and  chronic  ill- 
nesses. He  is  a  member 
of  the  Section  on  Neuml- 
ogy  and  tlie  Section  on 
Developmental  Disabili- 
ties of  the  Anmican 
Academy  of  Pediatrics.  He  is 
(tffUiated  with  four  hospitals  in  the 
Phoenix  area — Phoenix  Baptist 
Hospital,  Phoenix  Children's  Hospi- 
tal, Good  Samaritan  Hospital  and 
St.  Josei)h's  Hospital.  He  is  a  mem- 
ber oftfie  Editorial  Advisory  Board 
of  ExcKmoNAi.  Parent  magazine.  He 
is  nuvried  and  has  two  children. 
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FREE  SAMPLES 


Save  up  to  60%  on  Disposable  Diapers 
And  We  Will  Deliver  Right  to  Your  Door 


To  order,  call  toll-free 

1-800-777-1111 

24  Hour  Service 

Ask  about  our  complete  catalog  including  Depend, 
Attends,  At  Ease,  Comfort  Dry,  Ultra  Shield,  Dri  Pride, 
Promise  and  No-Rinse  Products 

Woodbury  Products,  Inc. 

4410  Austin  Boulevard  -  Dept.  250 
Island  Parte,  New  York  1 1558 


Circle  #86 


Richer  Life  FLEXACISER 


ERIC 


PERFECT  SOLUTION  HELPS  ELIMINATE 

•  Multiple  Sclerosis  •  Poor  Circulation 

•  Stroke-Head  Injury  •  Spasticity 

•  Spinal  Injury  •  Muscle  Atrophy 

•  Cerebral  Palsy  •  Swelling  Ankles 

•  Muscular  Dystrophy  •  Stiff  Joints 

High  Quality  Electric  Motor  with  Speed  Control 

(800)869-0862  •  (310)693-6372 

Richer  Life,  8131  Allport  Ave.,  Santa  Fe  Springs.  CA  90670 
Circle  #  214 


You  Asked  DynaVoxToDoEvenMofc.M 


"/  wata  to  spell  and 
talk  faster." 

Introducing  DynaWrite. 

DynaWritc'"  is  a  revolutionary  nev^'  software 
package  for  the  Dj'naVox"  augmentative  com- 
munication aid.  One  that  can  help  people  compose 
longer,  more  complex  messages,  faster  and  easier 
than  ever  before.  So  if  you  know  someone  who 
might  benefit  from  it,  we  urge 
you  to  contact  your  therapist.  Or 
give  us  a  call,  at  1-800-344-1778. 


WeHearYQU. 


TECHNOLOGY  INC. 
Circle  #  68 


Our  prices  make 
everyone  happy! 


Send  for  a  fr'^e  catalog 
of  adaptive 
equipment. 
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Willow  River  Farms 

is  an  active  organic  farming  and  artisan  community 
meeting  the  special  needs  of  men  and  women  with 
mental  retardation. 

At  Willow  River  we  offer... 

□  A  family-based  home  environment  that 
incorporates  traditional  values 

□  A  setting  that  fosters  personal  growth, 
independence,  and  self  respect 


□  Opportunities  for  productive  work  through 
individualized  programming 


□  A  home  for  persons  age  21  and  older 


For  further  information  contact. 
Jimmy  R.  Haskins,  Ed.D. 
Director 

Willow  River  Farms 
P.O.  Box  450 
San  Felipe,  Texas  77473 
(409)  885-4121 


wiujowriuerfhrns 


Operated  by:  CRI 
B.R.  (Bill)  Walker,  Ph.D. 
Executive  Director 


Empowering 
Individuals  to  Share 
Their  God-given  Gifts 
with  the  Community 

St.  John's  Villa,  founded  In  1948,  is  a  private.  Catholic,  non- 
profit residential  community  providing  a  caring,  loving 
environment  which  enhances  the  growth  of  each  adult 
resident  towards  self-acceptance  and  respect.  The  Villa 
integrates  a  residential  adult  population  with  mild  to  severe 
mental  retardation  with  outreach  programs  in  Carroll  County 
attempting  to  empower  individuals  to  share  their  God-given 
gifts  with  the  community.  St.  John's  Villa,  nestled  in  the  hills 
of  northeastern  Ohio,  resembles  a  small  rural  community 
and  is  located  near  the  friendly  town  of  Carrollton. 


Services 

'  Vocational  Training 
'  Speech  and  Language 
Development 

'  Physical  Education 
and  Swimming 

>  Case  Management 
Services 


Provided 

•  Leisure  Activities 

•  Personal  Living  Skills 

•  Social  and  Domestic 
Skill  Training 

•  Community-based 
Supportive  Employment 
and  Living 


St.  John's  Villa 


For  Information  Contact: 
Sister  Elaine  Weber,  O.S.F. 
Executive  Director 
(216)  627-9789 


Mailing  Address: 
P.O.  Box  457 
620  Roswell  Rd.  N.W. 
Carrollton,  OH  44615 


Circle*  162 


Circle  #  75 


"MAXIMI2aNG  INDIVroUAL 
POTENTIAL" 

•  Comniunity-lMsed.  positive  learn- 
ing environment  for  difficult-to-place 
ciiilciren,  adolescents  and  young 
adults  witli  MR,  autism,  communica- 
tion disorders,  challenging  behav- 
iors, and  deveiopmental  disabilities. 

•  12  mo.  day/ residential  programs. 

•  10  miles  we.st  of  Boston. 

Contiict:  Admussioas  Director 
The  Learning  Center 

411  Waverley  Oaks  Road 
Walthain,  MA  02154 
(617)  893-6000 


:  .  The  ■.  ■ 
ArborWay ,. 
Schtx)!  : 


THE  ARBORWAY  SCHOOL 

A  24  hour  learning  experience 
which  prcn  ide.s  inclix  iclualized  .ser- 
\  ices  for  niultihantlicapped  .stiiclent.s. 

•  1  ;2  .staff  to  .student  ratio 

•  clinical  consultants  on  .staff 

•  recreational  and  leisure  acti\  ities 

•  \  ()cational  training  &  on-site  work 

•  12  month  program 

•  ages  6  through  22 

G)ntact:  Carolyn  MacRae, 

Hxecuti\e  Director 

Arborway  School 

147  South  Huntington  Av  enue 

Bcxston,  MA  02130 

617-232-1710 


Children's  Care 
Hospital  &  School 


CHILDREN'S  CARE  HOSPITAL 
&  SCHOOL  (formerly  Crippled 
Children 's  Hospital  &  School)  is  a 
private,  nonprofit  facility  serving 
over  1000  children  with  disabili- 
ties and  their  families  each  year. 
CCHS  offers  individualized,  family- 
centered  programs  through  day 
school,  outpatient,  outreach,  or 
residential  services. 

Contact:  Nathan  Anderson 
Children's  Care  Hospital  &  School 
2501  West  26th  Street 
Sioux  Falls,  SD  57105-2498 
(605)  336-1840  or  (800)  584-9294 


Annandale 
ViUage 


Private.  501(c)(3) 
Nonprofit  Community 


"THEIR  COMMUNTTY  ...  WTTH 
OUR  HELP"  Residential,  day,  and 
evening  programs  and  .sen  ices  for 
adults  with  developmental  disabilities. 

•  I'aid  Vocational  Training 

•  Vi.sual  and  Performing  Arts 

•  Daily  Living. 'Life  Skills 

•  Therapeutic  Recreation 

•  Ca.se  Man;igement 

•  Health  Sen  ices 

•  Off-Campus  Actixities 

•  12S-Acie  VC'ooded  Hnvironment 

Annandale  at  Suwanee,  Inc. 

3500  Annandale  Lane 
Suwanee,  OA  30174 
(  tOt)  mS-K.^Hl 
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Youth  Connections 


More  than  50  youth 
and  young  adiilts  with 
disabilities,  Jjatents, 
educators^  health 
professionals,  public 
health  and  human 
service  providers  and 
poUcytnalaers  met  in 
early  June  afcj^> 
working  conference, 
Snu^ihit^g  th^  Course 
ofyansitionpr  ^ 
Adolescents  mth 
Chronic  Illness  and 
DisabiUiy,  spcmored 
by  the  Division  of 
General  Pediatrics  and 
Adolescent  HealtiK  at 
the  University  of 
Minnesota,  with  the 
National  Center  for 
Youth  with 
llfeabilitiesicThe 
Ktmpp^Instit^^ 

RolJieri  Wm,  Bl^^ 
Nl)Di^l*hiP,;^ 
GoUeeriV^aeck/Ph-D., 
'  pres^ted  the  keynote, 
''Charting  the  Course 
of  Transition."  Dr. 
Mum  fadlitated  a 
discussion  ;anipng 
three  young  adults 
with  disabilities. 
Here  is  a  suttuiiary  of 
the  presentations.  A 
mphographof  the: 
prOC^dihgis  will  fee 
available  later  in  th6 
year. 


The  National  Center 
for  Youth  with  Disabilities 


Transition  for  Adolescents: 


Charting  the  Course 


The  good  news  is,  young 
people  with  disabilities 
are  living  and  thriving. 
The  challenge  families 
and  professionals  face  is 
guiding  them  through 
adolescence  into 
adulthood. 

"We  are  faced  with  a 
significant  number  of 
young  people  who  are 
maturing  into 
adulthood — crossing 
almost  all  conditions  that 
were  historically  fatal  in 
childhood.  Now  we  are 
facing  the  realities  of 
what  we  as  professionals 
do  to  meet  the  needs  of 
these  populations  of 
young  people  in  ways 
that  can  foster  successful 
adult  functioning."  Dr. 
Blum  goes  on  to  explain 
what  teens  with 
disabilities  share  with 
teenagers  in  general: 
Their  body  image  is  not 
more  distorted;  their 
emotional  well-being  is 
not  significantly  worse 
off;  there  is  no  significant 
difference  in  sexual 
activity. 

None  of  this  information 
is  necessarily 
comforting.  Many 
American  adolescents 


have  a  pretty  distorted 
sense  of  self.  And, 
according  to  Blum,  one 
in  six  or  seven  U.S.  teens 
has  significant  emotional 
illness. 

While  some  adults  are 
surprised  that  teenagers 
with  chronic  illness  or 
disability  are  sexually 
active  like  their  peers, 
teens  with  disabilities  are 
less  likely  to  receive  any 
meaningful  sexual  health 
education  or  information 
than  other  teens. 

So  while  adolebcents 
with  chronic  conditions 
share  the  same  risks  as 
their  peers,  their 
conditions  can  place 
them  at  additional  risk. 

It  turns  out,  however, 
that  teens  with  the  least 
visible  disabilities  may 
be  at  the  greatest  risk  of 
having  significant 
emotional  problems. 
"Often  they  try  to  'pass' 
as  not  having  a  disability, 
but  the  price  is  living  a 
lie,"  Blum  says. 

It's  actually  easier  for 
those  with  visible 
disabilities.  Tom  Strax,  a 
physician  in  New  Jersey 


with  cerebral  palsy,  says: 
"Every  time  I  looked  in 
the  mirror  from  the  day 
I  grew  up,  I  knew  what  I 
had.  You  can't  deny  it. 
You  work  it  through." 
Coming  to  terms  with 
one's  physical  condition 
within  the  context  of 
one's  life  is  clearly 
related  to  positive 
outcomes. 

While  facing  a  fatal 
prognosis  is  challenging, 
those  young  people  who 
live  with  continual 
uncertainty  also  pay  an 
exceptionally  high  price. 
The  young  person  with 
epilepsy  never  knows 

Charting  the  Course 
Turn  to  page  56 


Coming  to  terms 
with  one's  physical 
condition  within 
the  context  of  one's 
life  is  clearly 
related  to  positive 
outcomes. 
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The  goafof l^tfc  €<mftee£Umdi&  ea«y  to  s^te,  a  ^ 
iit«?j*»oi«^poirtj?licated  to  ^di^eMlI  <rfiis  at  the 

"^lMtt&iiyirttmt««'r-1^-'^tfi?irti ''■'flu*'  l^.i«-^^>^ 


Al  its  best,  ^<>ii«t  Ca^^ntcHim^  shc^<La4k>wcase 
tJteyotmk  people  «n<J  j>t^ftin$  ttiat  ai*  leadihg 

extt»bMixt£iiy't^^ikki$fS  wKq  ||«  nuitunfif^ 


»  Thte*yoTin^peoplewieRtjfy$ome<)^the 
tlipy  ^enlt  wirfi  ^  Uiey  Jjei^^ycMj^g  ^ 

■  A  iUgH  school  8<^(»ftoi*^,what4tderstand8 
disGsboibtwittoji  aU  tod  wcU,  talks  Al3owt  a  piogfam 
Ibr  t««iti8  lwath  mental  fefafdatv^h  at  her  lUgh 

NoOiifig  hfts  i  ng^ed  my  iKn^njition  moni 
4hw*tti»  OteJt«*i'tf  «>«ritteeti«g  yoUng  peopk 
^th  diWfWlitte*  who  aw  a  y^ar  ot  two  older  than 


ri>4ya«ifimittyf«e  into  the  future  Theyleadthe 


Youn^  Adults  Speak  Out: 

Living  the  Course 


Three  young  adults  held  a 
candid  conversation  led 
by  Dr.  Blum.  Wendy 
Harbour,  President  of  the 
Disabled  Student  Cultural 
Center  at  the  University 
of  Minnesota,  began 
losing  her  hearing  as  a 
child.  Today  she  is  a 
young  deaf  v^oman, 
redefining  her  place  in 
both  the  deaf  and  hearing 
v^orlds.  Dave  S.  Johnson 
is  a  personal  care 
attendant  majoring  in 
recreational  therapy  at  the 
University  of  Minnesota. 
After  acquiring  a  spinal 
cord  injury  at  age  19,  he 
began  his  life  as  a  person 
with  a  disability.  Chad 
Pierro  is  a  transition 
health  specialist  at  the 
PACER  Center  in 
Minneapolis,  MN.  He 
sustained  a  stroke  shortly 
after  birth  and  has  lived 
v^ith  cerebral  palsy  since 
he  was  bom.  Here  are 
some  of  their  thoughts  on 
moving  into  young 
adulthood. 


On  acguiring 
disabilities  and 
being  born  with 
disabilities... 

Dave:  The  biggest  thing 
has  been  support — 
family  support,  mainly. 
When  I  became  disabled, 
most  of  the  friends  I  had 
no  longer  talked  with  me. 
They  no  longer  wanted  to 
do  things  with  me,  either 
because  they  were 
uncomfortable  with  me 
or  didn't  know  what  to 
do  with  me.  I  don't  know 
which.  I  don't  think  I  had 
a  huge  personality 
change! ...  I  do  have  two 
friends  now  who  I  had 
before  ...  they  are  pretty 
cool  friends! 

Chad:  Unlike  David,  my 
condition — disability — 
came  when  I  was  born.  I 
haven't  known  anything 
different.  For  me,  it's  like 
I  didn't  lose  anything,  so 
I  really  admire  what 
Dave's  done. ... 

...  I  had  to  make  a  choice 
early  on  about  who  I 
would  make  associations 
with,  and  when  I  was 
younger  I  saw  the 
community  with 
disabilities  as  something 
I  really  didn't  want  to  be 
a  part  of.  I  didn't  like  the 
stereotypes....  But  in 
doing  that,  I  lost  part  of 
my  identity  because  I  am 
a  person  with  a  disability 
and  a  person  as  well. 

Wendy:  I  guess  I  started 
losing  friends,  because 
they  didn't  know  what  to 
do  with  me  anymore. 
I  didn't  want  to  go  to 
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movies.  I  didn't  want  to 
go  to  dances.  I  didn't  like 
parties  that  were  loud. 
And  so  for  my  own 
mental  health,  my  own 
well-being,  I  lost  friends. 
It  wasn't  them  who 
severed  the  connection,  it 
was  me. 

On  the  impact  of 
having  a  disability  on 
social  relationships: 

Chad:  I  think  I  see  a  lot  of 
people  being  defined  as 
"non-sexual"  because 
they  have  a  disability.  It 
is  something  I  had  to  find 
out  on  my  own. 

David:  It  took  a  while 
until  I  would  ask  a  girl 
out  again.  I  was  self- 
conscious  more  than 
anything  else.  Even  if  she 
were  very  short,  I  would 
still  look  up  to  her.  I 
think  I  stand  4'8"  in  my 
wheel  chair,  and  going 
from  6'!"— that's  really  a 
differeiice. 


ERIC 
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Wendy:  I  went  to  private 
schools  so  I  was  pretty 
serious.  I  really  didn't 
know  anything  about  sex 
from  anyone.... 
I  researched  sex  on  my 
own.  I  remember  the 
only  person  who  ever 
said  anything  about 
being  deaf  and  my  sexual 
life  was  the  person  who 
fitted  my  hearing  aids. 
She  said  I'd  have  to  learn 
to  be  an  aggressive  flirt, 
because  if  someone 
started  whispering  sweet 
nothings  in  my  ear,  I 
wouldn't  hear  them! 


Chad:  People  do  not 
properly  acknowledge 
the  full  sexuality  because 
it  does  not  mean  just 
intercourse.  It  does  not 
mean  getting  what  you 
want  and  just  leaving.  It 
means  touching.  It  means 
feeling.  It  means  hugging 
somebody.  It  means 
talking  with  somebody.  It 
means  intimate 
interactions.  I  didn't 
know  that  when  I  was 
younger  and  growing  up. 
If  I  had  more  people 
when  I  was  younger  to 
tell  me  what  I'm  saying 
now,  it  would  have 
helped  me  along. 


Wendy:  I  have  a  different 
situation  because  I'm  gay. 
Professionals  will  ask  me 
if  I'm  sexually  active  and 
I  say,  "yes,  sort  of ...  I 
need  your  definition"... 
because  they  are 
assuming  all  disabled 


Options 

by  Deb  LaMarre 

Students  with  disabilities 
in  Independent  District 
#287  come  h-om  13 
different  towns.  Some 
attend  Edina  High  School 
and  are  part  of  the  Bullets 
Program. 

The  progress  made  by 
these  students  has  been 
remarkable.  Student  aide. 
Sage  Summers,  has 
helped  these  students 
since  she  was  in  7th 
grade.  Now  as  a  junior, 
she  says,  "We  are  really 
proud  of  all  our  students. 
I  really  enjoy  the  rich 
rewards."  Four 
attendants  help  the  10 
students.  The  attendants 
are  responsible  for  the 
student's  progress,  safety, 
and  that  of  others  around 
them. 

Each  student's  daily 
program  is  adapted  to  his 
or  her  need.  In  addition, 
whenever  possible,  the 
students  have  "on-the  - 
job-training"  at 
restaurants  like 
Fuddruckers,  Pizza  Hut 
or  the  Vo-Tech.  The 
benefits  of  this  are 
obvious.  After  all,  isn't 
the  main  purpose  of 
education  to  yield 
individuals  who  can 
contribute  to  society? 

The  Bullets  are  an 
interscholastic  athletic 


people  are  straight.  I 
think  that  the  thing  for 
me  was  getting  involved 
in  the  DSCC  [Disabled 
Student  Cultural  Center] 
and  I  got  to  know  other 
gay  disabled  ^ 
people.  ^P" 


team.  The  south  suburban 
Bullets  compete  against 
neighboring  teams  of 
athletes  in  floor  hockey, 
Softball  and  soccer. 

Some  people  debate  the 
full  inclusion  of  kids  with 
disabilities  in  public 
schools.  Some  feel  that 
with  District  287  being 
funded  by  public  school 
taxes,  students  with 
higher  potential  are  being 
deprived.  They  feel  class 
sizes  could  be  improved. 
When  addressing  the 
issue  of  mainstreaming, 
one  might  ask,  "What  is 
the  true  purpose  of 
education?"  Is  it  not  to 
produce  an  organized 
cooperative  society?  If  so, 
everyone  must  be  taught 
to  tolerate  diversity.  They 
must  understand  that 
outside  the  borders  of 
their  school  is  a  world  full 
of  people  unlike  them. 
They  should  not  fear  these 
differences,  but  embrace 
and  learn  from  them. 

Society  has  responsibilities 
to  all  its  citizens.  All 
Americans  have  the  right 
to  a  life  of  fulfillment  and 
accomplished  goals.  The 
Edina  program  and  others 
like  it  meet  these  needs, 
and  are  beneficial  to  those 
enrolled  and  to  the 
community. 


Debbie  LaMarre  is  a  student 
in  the  ABC  (A  Better  Chniice) 
prci^rmii  at  I'.ditw  lii;^h  sehooi 
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Developing  A  Service 
Provision  Report  Card 

Based  on  the  comments  made  by  Colleen  Wieck,  here's 
a  "report  card"  you  can  use  in  evaluating  the  service 
you  and  your  family  receive  from  physicians,  social 
workers,  therapists,  teachers,  nurses — anyone  who  is 
helping  to  "Smoothing  the  Course  of  Transition  for 
Adolescents  with  Chronic  Illness  and  Disabilities."  The 
left  side  represents  the  most  positive  qualities  and  the 
right  side  represents  the  least  positive  qualities. 


A  B  C  D  E 


Helps  me  feel 
hopeful 


Helps  me  believe 
in  myself 


Helps  me  identify 
my  strengths 


"lakes  me  feel 
hopeless 

Makes  me  feel 
;  doubtful 

,  Only  wants  to 
:  identify  my  deficits 


Expects  a  lot 
from  me 

Believes  everyone 
has  the  same  goals, 
just  different  access 
and  resources 

Appreciates  that 
people  have  different 
kinds  of  knowledge 

Relies  on  the 
common  wealth  of 
communities 


Believes  minority 
cultures  are  valuable  ! 

Accepts  consumer 
norms  and  goals 

Lets  consumers 
choose  for 
themselves 

Shares  power  among  I 
the  people 

Views  difference  as 
an  asset 


!  r-\- 


,  Expects  very  little 
!  from  me 

i 

i  Believes  people  with 
;  disabilities  have 
different  goals 


]  Believes  that 

■  professionals  know 
;  better 

■  Relies  on  the 
;  "experts" 


;  Believes  minority 
'  cultures  are  inferior 

Accepts  bureaucratic 
I  norms  and  goals 

;  Makes  decisions  for 
i  consumers 


Uses  power  over 
people 

Views  differences  as 
inadequacies 


Charting  the  Course 
from  page  53 

when  "it"  is  going  to 
happen.  Parents  must 
constantly  reevaluate: 
"Should  my  child  drive? 
At  what  point  should  he 
or  she  reduce 
medication?" 

Blum  explains  that  the 
role  of  an  adult,  parent  or 
other  caring  person  is 
very  powerful. 

In  a  35-year  longitudinal 
study  of  children  growing 
up  on  the  island  of  Kauai, 
Hawaii,  researcher  Emmy 
Werner  learned  that  50% 
of  the  children  who 
originally  told  her  they 
had  a  disability  at  age  10 
reported  that  they  did  not 
have  a  disability  when 
asked  the  same  question 
10  year?  later,  at  age  20. 

"Disability  and  chronic 
illness  don't  just  vanish!" 
Blum  explained.  What 
Werner  discovered  seems 
even  more  puzzling:  The 
conditions  that 
"vanished,"  crossed 
a  whole  range  of 
diagnoses.  Those  who 
said  they  didn't  have  a 
disability,  said  whatever 
"it"  was,  didn't  limit 
their  lives.  They  often 
recalled  a  parent  or  other 
adult  who  stayed  with 
them  and  nurtured  their 
conviction. 

"We  know  that  having 
high  expectations  makes 
a  difference,"  Blum  says. 
"For  those  in  Werner's 
study  who  grew  up 
believing  in  themselves, 
they  went  on  to  function 
at  a  very  different  level 
than  those  who  saw  their 
lives  as  handicapped.  "  _ 
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TM2000 
SERIES 
byMARKELL 


Markell  is  committed  to  the  best  in  therapeutic  foot 
products.  With  an  eye  to  the  future  we  have  created  a  true 
orthopedic  sneal<er  for  children. 
The  TM200  Series  has  the  following  features: 

•  Symetrical  straight  last. 

•  Added  depth  -  3/16"  (5mm)  deeper  than  our  conventional 
straight  last  shoes,  to  accommodate  orthotics,  AFO's  and 
internal  modifications. 

•  Extended  counters  firm  enough  to  provide  support  and  stability. 

•  Whole  and  half  sizes  from  Infants'  6  to  Youths'  2. 

•  Widths  -  a  choice  of  Medium  to  Wide. 

•  Removable  cushioned  insoles. 

Available  through  shoe  stores  and  orthotics  &  prosthetics 
facilities  worldwide. 

©  M.J.Markell  Shoe  Co.,  inc. 
504  Saw  Mill  River  Rd.,  Yonlcers,  NY  10702,  USA 
or  P.O.Box  246,  Yonlters,  NY  10702,  USA 


Ciicle#51 


I 


BATH-MATE 


Water  Powered  Bath  Uft 


The  Bath-Mate  fits 
yoisr  existing  tub  without 
modif)c8tions 


Water  pressure  atone 
supplies  the  IHting  action. 
Uttsupto350lbs, 


■ 


The  Bath-Mate  raises 
slowly  to  wheelchair 
helgttt  and  lowers  within 
2  Inohet  of  tub  bottom. 


Seat  Beits 
Arm  Rest 


The  bath  chair  pivots 
ward  for  sale  transfer*. 

(800)947-6565 


P.O.  Box  90095  Ontarto.  Cs.  91758 


How  Do  Vbu  Answer  Vbur  Teteplnne 
IfYouHavaDifnculties?? 


ERIC 


CIrcIt «  87 


c;. U 


This  Voice-Activated  Phone 
is  Your  Total 
Telephone 
Solution 


Answer  by  your  own  voice 
Totally  hands-FREE 
Speak  from  a  di.stancc 
Automatically  hang  up 


Clear  speaker  phone 
Dial  out  by  using  the  sip 
and  puff 

No  special  installation 


(MerNowbyGaing 
1-800-647-8887 

Amiable  in  Black  nr  Beige 


TEMASEK 


TKI.KI'HO.NF.  IM;. 
21  Aiiport  Bhd.  *G.,  So.  San  Fiandsco,  CA  94080 


Circle  #  202 


LIVING  AND  LEARNING 
IN  THE  COMMUNITY 

With  its  unique  model.  The  Evergreen  Center  has  a  histors-  of  successfully 
transitionin);  students  to  less  intensive  coninuinity  .settinfjs. 

E\'er(,Teen  students  live  in  actual  community  settings  traveling  to  and  from 
school  each  day  throiijih  the  Blackstone  Valley  (MA)  countn'side.  With 
trained  professionals,  they  learn  basic  skills  in  the  classr(Xim,  in  the 
community  and  in  their  restuencc. 

Students  receive  vi-^ational  training  and  experience  real  work  opptirtuni- 
ties.  Students  are  supported  with  behavior  de\'elopment  prop-ams,  medical 
and  family  sen-ices,  and  physical,  speech,  or  occupational  therapy. 

Our  Students'  Challenges 

•  Autism  •  Hearint^Si(;ht  Impairment 

•  Mental  Retardation  •  Severe  Maladaptive  Behavior 

•  Physical  Disiibility 

The  Evergreen  Center  is  a  licensed,  private,  non-profit  residential  school 
offerinf!  students  and  their  families  from  across  the  country  and  abroad 
residential  programming  12  months  a  year.  For  more  information  call  or 
write  Robert  F.  Littleton,  Jr.,  Executive  Director. 


EVERGREEN  CENTER 

345  Fortune  Blvd.,  Milford,  Massachusetts  01757 
1-508-478-5597 
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■^  ■;Free  Product  &  Service  Information 


Should  Be  A 
Tfeam  Effort 


Every  month.  Estate  Planning  for  Persons 
with  Disabilities  (EPPD)  provides 
essential  information  and  guidance  to 
hundreds  of  families  with  a  son  or 
daughter  who  is  disabled.  Our  national 
network  of  attorneys  and  estate  planners 
helpstodevelop comprehensive  life  plans 
including  wills,  special  ' needs  trusts, 
guardianships,  advocacy,  balancing 
private  and  government  benefits.  EPPD 
provides  FREE  initial  interviews  to 
determine  needs  and  FREE  group 
seminars  for  parents.  EPPD  is  not  a 
guardianship  or  master  trust,  but  assists 
parents  in  locating  services  necessary  to 
provide  a  secure  future  for  their  loved 
one.  Call  today  to  receive  a  FREE 
brochure  and  the  location  of  your  nearest 
EPPD  representative. 


Richard  W.  Fee 
Executive  Director 

National  Office 
1200  Corporate  Drive /Suite  3}0 
Birmingham,  Alabama  35242 

800-448-1071 


ESTATE 
PLANNING  FOR 
PERSONS  WITH 
DISABILITIES 

A  Division  of  Prolecl've  Lite 
Insurance  Company 
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It  can  be  when  you  use 
our  SPECIAL  PURPOSE  Equipment 
and  Supplies  . . . 
For  Children  and  Adults 

See  our  New  and 
Expanded  Catalog  for: 

•  Mobility  Aids 

•  Do-it-Yourself 
Supplies 

•  Positioning 
Furniture 

•Wheelchair 

Accessories 

•  Learning  & 
Communication 
Aids 


1/  Consumer  Care  Products  9nc. 

S10N.W«l«rSt,P.O.Box6B4        T*l:  414-4S94353 

»7t        tiii>i>«M,wi  aim-om       fax;  414-459-9070 


O    .  Circl«#109 

ERJCsg   ♦   EXCEPTIONAL  PARENT /JULY  1994 


A  SPECIAL  SERVICE  FOR  EXCEPTIONAL  PARENT  READERS!  This  Reply  Card  enables  you 
to  receive  FREE  Information  about  products  and  services  seen  in  Exceptional  Parent. 

How  to  use  this  service: 

1.  Locate  ;he  number  at  the  bottom  of  each  ad  or  refer  to  the  Directory  of  Advertisers. 

2.  Circle  the  numbers  on  the  Reply  Card  that  correspond  to  the  companies  or  products  about 
which  you  would  like  to  receive  free  literature. 

3.  Fill  In  your  name  and  address  on  the  card  and  mail  the  postage-paid  catti.  You  will  receive 
free  literature  from  each  company  for  which  you  circled  a  number. 

4.  If  both  Reply  Cards  have  been  removed  from  this  issue,  just  call  or  write  to  the  companies 
directly.  Be  sure  to  tell  them  you  saw  their  ad  in  Exceptional  Parent! 


Directory  of  Advertisers 
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A.  Are  you  a  subscriber  to  Exceptional  Parent? 

□  Yes  □  No  (If  no.  pleaM  see  the  subscription  catxl  in  this  issue.) 


Name 


Occupation/Title 


Company/Association 

Address  

City  


Phone(  ). 


-State. 
.Fax(_ 


.Zip. 


B.  Annual  Household  Income  (include  all  family  members) 


$50,001  -  $75,000 
sQ  $75,001  -$100,000 
eQ  $100,000+ 

gQ  Rent 
12Q  Rent 


iQless  than  $30,000 
2Q  $30,001  -  $40,000 
3Q  $40,001  -  $50,000 

C.  Do  you  live  in  a(n): 
?□  Home  sQ  Own 
1  o3  Apartment     1 1  □  Own 

D.  In  all,  how  many  automobiles  do  you  and  others  in  your 
household  own  or  lease? 

1     One  1     Two  i  sG  Th  ree  or  more 

E.  Do  you  plan  to  purchase  a  product  or  service  advertised  in 
Exceptional  Parent  within  (check  one): 

leQ  one  month  leQ  nine  months 

itQ  three  months  isQ  one  year 
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A.  Are  you  a  subscriber  to  Exceptional  Parent? 

^  Yes  No  (If  no,  please  see  the  subscription  card  in  this  issue.) 

Name  

Occupation/Title  


Company/Association 
Address  


City. 


.State. 
.Fax(_ 


.Zip. 


)- 


Phone(  )  

B.  Annual  Household  Income  (include  all  family  members) 
iG  Less  than  $30,000 
2Q  $30,001  -  $40,000 
3Q  $40,001  -  $50,000 

C.  Do  you  live  in  a(n): 
7Q  Home  sQ  Own 
1  oQ  Apartment     1 1 Q  Own 

D.  In  all,  how  many  automobiles  do  you  and  others  in  your 
household  own  or  lease? 

i3Q0ne  uQTwo  i5Q  Three  or  more 

E.  Do  you  plan  to  purchase  a  product  pr  service  advertised  in 
Exceptional  Parent  within  (check  one): 

leQ  one  month  i8Q  nine  months 

17G  three  months  19Q  one  year. 

s  o  1 


4Q  $50,001  -  $75,000 
5Q  $75,001  -$100,000 
$□  $100,000+ 

9Q  Rent 
12Q  Rent 
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Ross'  Bibs— Haco,  inc. 

PO  Box  5642,  Asheville,  NC  2881 3 

Call  (704)  274-0075 

Bibs  are  made  of  machine  washable, 

heavy  duty  vinyl.  Large  child  size  Is 

$13.95;  small  adult  size  is  $15.95; 

plus  $2.00  shipping.  Call  for  more 

Information. 


Bulletin  Board 


LiliCS-BBSC/Oi>HP 

535  Race  Street,  #140 
San  Jose,  CA  95126 
(408)  294-6933  BBS 
(408)  288-50 10  Voice 
Electronic  bulletin  board  housing  hun- 
dreds of  resources  for  families  and 
prof,  caring  for  children  with  special 
needs.  Resource  directory,  file  data- 
base, Intemet  mail  and  more!  No  on- 
line charges.  Settings:  N-8-1 ,  up  to 
14,400  baud,  24  hours. 


Clothing  V 


RlGhmaii  Cotton  Company 

100%  Cotton  Ctathing  &  Bfankets 
Easy  to  dress.  Easy  to  see. 
FREE  Catalog.  800-992-8924.  

Special  Clothes 

PO  Box  4220 
Alexandria,VA  22303 
(703)683-7343 


Cribs  &  Youth  Beds 


HARD  Manufacturing 

230  Grider  Street 
Buffato,  NY  14215 
(800)  USE-HARD 

The  #1  mfg.  sets  the  standard  for  safety 
In  hospitals.  216  colorful  models  avail- 
able. HARD  will  adapt  products  to  meet 
your  special  requirement. 


Equipment  Dealers 


National 


American  Disccunt  Medical 

Savings  to  25%  on  Tumbleforms. 
Equipment  and  Supplies  Discounted  to 
50%.  Call  800-877-9100.  Free  brochure. 


Massachusetts 


Atlantic  Refiab.,  inc. 

81  Rumford  Ave. 
Waltham,  MA  02254-9055 
(617)894-0069 

Atlantic  Rehab,  specializes  In  Pediatric 
Mobility  and  Seating.  Sales  and  Service. 
Please  call  for  more  information. 

New  York 


•tricontinence, 


Access  Medical  Supply 

2006  Crown  Plaza  Drive 
Columbus,  OH  43235 
(800)  242-2460 

Attends  Youth  Briefs  fits  children 
35-75  lbs.  $51 .95/cs  (96),  Free 
Delivery.  Also— Depend,  Serenity, 
other  items.  Manufacturer's  coupons 
accepted.  Free  Catalog!  

Incon  Products  Company 

509  West  9th  street 

S.Sioux  City,  NE  68776 

Fax  (402)  494-1744 

We  carry  a  full-line  of  reusable  diapers 

and  pull  over  plastic  pants.  Available  in 

all  sizes.  Write  for  more  information 

and  FREE  brochure. 


Books,  Audio/Video 
&  Educational  Material 


Videotapes 


Interax  Video  Sign 
Language  Course 

Illustrates  1200+  signs  based  on 
ASL.  Six  videos  with  6.5  hrs. 
Graphics  provide  reference  of 
equivalant  English  word.  Free 
Brochurt>.  $199  (+$4.50  S&h). 
Interax  Talning,  Inc.,  PO  Box 
473106,  Garland,  TX  75047- 
3106,(800)242-5583. 


Books*for  Parents; 
and  Professionals 


Turtle  Books 

Provide  a  bridge  of  understanding 
for  your  children  with  disabilities, 
their  siblings  &  friends.  Send  for  a 
FREE  Turtle  Bool<  brochure  to  ■ 
Jason  &  Nordic  Publishers,  PO 
Box  441,  Hollldaysburg,  PA 
16648.  Call  (814)  696-2920  or 
FAX  (814)  696-4250. 


RelMlico 

1513  0lmstead  Ave. 
Bronx,  NY  10462 
(718)829-3800 

45  years  as  New  York's  oldest  and 
best  Rehab,  dealer.  Experts  in  chil- 
dren's mobility  &  custom  seating. 
Full  time  therapist  for  evaluations 
at  our  new  facility.  Ask  for  our  295 
page  Technology  Guide.  Please  call 
or  write  lis  today  for  more  informa- 
tion and  quality  service. 


Catalogs 


Free— Hie  NEW  Special 
Needs  Protect  BooirSitalog 

The  best  books  from  all  publish- 
ers atx>ut  disabilities. 
Comprehensive  resources  for 
parents,  children  &  professionals. 
Special  Needs  Project,  3463 
State  Street,  Santa  Barbara,  CA 
93105,(800)333-6867. 

Free  Book  Catalog: 
The  1994  Special-Needs 
Coliectkm 

features  a  collection  of  valuable 
books  for  parents  on  Down  syn- 
drome, CP,  Autism,  Tourrette 
syndrome.  Mental  Retardation, 
Special  Education  and  more. 
Woodbine  House  Contact: 
5615  Fishers  Lane,  Rockville,  MD 
20852,  (800)  843-7323. 


Publications 


HydracephahM  News/Noias 

Published  quarterly  for  affected 
individuals/  families  &  professionals 
who  specialize  in  their  care. 
Highlights:  medicalAechnical  arti- 
clcii,  human  Interest  stories,  great 
resources!  A.  Liakos,  Editor,  HNN, 
1670  Green  Oak  Circle, 
Lavtffenceville,  GA  30243.  $25  year. 


Made  In  USA 


BEAT  THE  HEAT! 

•Comfort  for  your  child 

•  Peace  of  mind  for  you 

•  Plus,  rain  protection 

The  WeATHERBrEAKER 

Wheelchair/Scooter  Canopy 

800-795-2392 

DIESTCO  Manufacturing 
P.O.  Box  6504  •  Chico.  CA  95927 

Pat.  51 68BB9  Providing  Comfort  to  Those  WIto  Want  It! 


Van  (fOnversion  Dealers  , 


Connecticut 


Drive-Master,  Inc. 

9  Splelman  Road,  Faitlield,  l-JJ  07004 
(201)  808-9709 

Full  service  mobility  center:  raised 
tops/doors;  drop  floors;  custom 
driving  equipment;  distributors  for 
Mobile  Tech.,  Crow  River  lifts, 
Ricon,  IMS,  EZ  Lock,  and  EMC 
touch  pad  systems.  41  yrs.  of 
service  to  the  disabled  community. 
Please  cal!  for  more  information. 
NMEDA  member. 


Florida 


Home  Medkal  Equipment  Co. 

2137  Fowler  St. 
Ft.  Myers,  FL  33901 
(800)  226-0404 

NewAJsed  Vans  and  equipment  for 
the  physically  challenged.  Full  ser- 
vice and  repair  center.  NMEDA 
member.  Nationwide  delivery. 


Indiana 


Fomward  MotkMis 

21 4  Valley  street 
Dayton,  OH  45404 
(513)222-5001 

Full-size/Mlni-Van  modifications, 
new/used  lifts,  drop  floor,  raised 
roof,  lockdowns,  driving  equip. 
NMEDA  member.  Owned  by 
person  with  disability. 


Kentucky 


Fomward  Motkms 

214  Valley  street 
Dayton,  OH  45404 
(513)  222-5001 

Full-size/Mlni-Van  modifications, 
new/used  lifts,  drop  fioor,  raised 
roof,  lockdowns,  driving  equip. 
NMEDA  member.  Owned  by  per- 
son with  disability. 


New  Jersey 


Areola  MobUlty 

51  Karo  Road 
Carlstadt,  NJ  07072 
(201)  507-8500/(800)  ARCOLA-1 
New-Used-Trade-Lease-Buy.  Full 
sized,  mini,  rear  and  side  entry.  We 
carry  products  from  the  following 
manufacturers:  Braun,  KneeKar, 
Vantage,  Ricon,  and  Pick-A-Lift.  If 
we  don't  have  it,  we'll  find  iti 
Financing  is  available.  NMEDA 
Member.  Please  call  for  more  info. 


Drive-Master,  Inc. 

9  Spielman  Road,  Fairfield,  NJ  07004 
(201)  808-9709 

Full  service  mobility  center,  raised 
tops/doors;  drop  floors;  custom 
driving  equipment;  distributors  for 
Mobile  Tech.,  Crow  River  lifts, 
Ricon,  IMS,  EZ  Lock,  and  EMC 
touch  pad  systems.  41  yrs.  of  ser- 
vice to  the  disabled  community. 
Please  call  for  more  information. 
NMEDA  member.  

New  York 

Areola  Mobility 

51  Karo  Road 
Carlstadt,  NJ  07072 
(201)  507-8500/(800)  ARCOLA-1 
New-Used-Trade-Lease-Buy.  Full 
sized,  mini,  rear  and  side  entry.  We 
carry  products  from  the  following 
manufacturers:  Braun,  KneeKar, 
Vantage,  Ricon,  and  Pick-A-Lift.  If 
we  don't  have  It,  we'll  find  it! 
Rnancing  is  available.  NMEDA 
Member.  Please  call  for  more  info. 

Drive-Master,  hw. 

9  Spielman  Road,  Fairfield,  NJ  07004 
(201)808-9709 

Full  service  mobility  center,  raised 
tops/doors;  drop  floors;  custom 
driving  equipment;  distributors  for 
Mobile  Tech.,  Crow  River  lifts, 
Ricon,  IMS,  EZ  Lock,  and  EMC 
touch  pad  systems.  41  yrs.  of  ser- 
vice to  the  disabled  community. 
Please  cal!  for  more  information. 
NMEDA  member. 


Ohio 


Fonmrd  Motkms 

214  Valley  street 
Dayton,  OH  45404 
(513)222-5001 

Full-size/Mini-Van  modifications, 
new/used  lifts,  drop  floor,  raised 
roof,  lockdowns,  driving  equip. 
NMEDA  member.  Owned  by  per- 
son  writh  disability.  

Pennsylvania 

Drive-Master,  hic. 

9  Spielman  Road,  Fairfield,  NJ  07004 
(201)808-9709 

Full  service  mobility  center,  raised 
tops/doors;  drc ;  i  floors;  custom 
driving  equipment;  distributors  for 
Motiile  Tech.,  Crow  River  lifts, 
Ricon,  IMS,  EZ  Lock,  and  EMC 
touch  pad  systems.  41  yrs.  of  ser- 
vice to  the  disabled  community. 
Please  call  for  more  information. 
NMEDA  member. 
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For  Children  With  Cerebral  Palsy 


Serving  children  with  multiple  disabilities  resulting  from 
cerebral  palsy  or  traumatic  brain  injury  who  need  compre- 
hensive, individually  structured  programs  that  include: 

Special  Education 

'  Music  Therapy 

_  '  Special  Medical 

'  fPoech  and  Attention 
Language  Therapy 

*  Communication  Aids 


*  Physical  Therapy 

*  Occupational  Therapy 


Adapted  Recreational 
Activities 


HMS,  open  to  students  two  to  21  years,  offers  all  of  these 
services  and  more.  The  experienced  staff  and  well-respected 
consultants  provide  strong  interdisciplinary  programs  for  day 
and  residential  students  at  the  licensed  private  school. 

For  more  Information  write  or  call : 
Diane  L.  Gallagher,  Director 

HMS  School  lor  Children  with  Cerebral  Palsy 

4400  Baltimore  Avenue,  Philadelphia,  PA  19104 
(215)222-2566 


SPECIAL  PRODUCTS 
FOR  SPECIAL 
PEOPLE 


I  SPECIAL 
POPULATIONS 


Over  4,000  Quality 
Therapeutic  and 
Recreation  Products 


•  Manipulatlves/Positioning 

•  Living  Aids/Ride-Ons 

•  Balance  Equipment/Mats 

•  Aquatic  Aids/Sports 
Equipment 

•  Adapted  Fumiture/ 
Toys/Games 

•  PLUS...  a  special  section 
featuring  SNOEZELEN...  sensory  stimulation 
products  in  a  positive,  stnjctured  environment 

Prompt  Delivery!  Fully  Guaranteed! 
Low  Cost  Shipping! 

MK. 

150  No.  MacQuesten  Pkwy.,  SuKe  9SS85.  Mt.  Vemon,  NY  10550 

CALL  TOLL  FREE  ( 800)  793-7900 

FAX  TOLL  FREE  (800)  793-7922 


Circle*  39 


Circle  #29 


"Now  Icansee  my 
besuttifid  daughter 
flourishing  and  making 
progress  that  I  never  thought 
possible!  Thank  goodness  for 
a  place  like  this  school" 

-Parent 

Intensive  Program 


When  you  fed  thet  there  isn't  any  answer, 
when  you  fed  there  are  no  odier  options 
available,  IX)rn' GIVE  CIP!  Our  In^Tsive 
Ftooram  makes  a  cHererKe  for  students 
widi  serious,  diallenging  behaviors. 
We  acxrept  students  who  require  the 
specialized  care  that  other  schools  just 
canrxjt  provide.  We  give  our  students 
stateoftheart  educational  and  residential 
programs  fnee  of  painful  aversives  and 
excessive  medication. 
Many  of  our  students  arrive  at  the  New 
England  Center  for  Autism  after  having 
had  a  long  history  of  rejection  and  feilure. 
With  us  they  receive  intensive,  positive, 
behavioraliy  oriented  treatment  that  focus- 
es on  developing  the  coping  skills  and 
appropriate  behavfors  whkrh  enable  them 
to  live  arxi  work  successfully  with  minJ- 
mum  support  Intensive  Program  .students 
pattknpate  in  the  full  range  of  academic, 
community,  arxi  recreational  activities  pro- 
vided for  all  of  our  students. 


Let  The  MtwEn^and  Center  for 
Autism  make  a  positive  difference  in 
your  child's  life. 

For  moK  infonnation  on  our 
Intensive  Program,  please  contact 
CaUieiine  R  Wekii.  MEd,  Director  of 
Admissions. 


The  Mew  Encland  Center  for  Autism 
33  Timpilte  Road,  SouthlxMX),  MA  01772 
(506)4814015 

Just  20  miles  from  Boston 
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Support  Groups 

•  The  Dystonia  Medical  Research  Foundation  is  maldng  a 
special  effort  to  reach  out  to  young  people  with  dystonia,  a 
disorder  dominated  by  involuntary  muscle  contractions  that 
interfere  with  movement  and  posture.  They  have  published  a 
free  booklet,  "8  to  18"  A  Guidebook  fiyr  Young  People  with 
Dystonia,  which  addresses  medical  treatments,  educational 
rights,  social-emotional  concerns  and  "tricks"  for  coping.  The 
Foundation  also  provides  a  Young  Person's  Newsletter  and 
Pen  Pal  Network;  plans  for  a  computer  network  for  young 
people  are  in  the  works.  Contact  the  Dystonia  Medical 
Research  Foundation,  One  East  Wacker  Drive,  Suite  2900, 
Chic^o,  IL  60601-2001,  (312)  755-0198. 

•  The  Association  for  Hydrocephalus  Education,  Advocacy, 
and  Discussion  (AHEAD)  is  a  national  network  of  people 
with  hydrocephalua  and  their  families.  The  purpose  of  the 
group  is  to  provide  support;  the  organization  does  not  pro- 
vide medical  referrals  or  information.  Members  are  able  to 
contact  each  other  through  telephone  conversations,  letters 
and  the  Prodigy  online  service.  Regional  chapters  exist 
throughout  the  United  States  and  there  is  a  special  sub- 
group for  parents  of  young  children  with  hydrocephalus. 
Membership  is  free;  applications  are  available  from  Shawn 
Crudup,  2106  Concord  Dr  Apt.  A,  Ches^ake,  VA  23324, 
(804)  543-3275. 

•  The  mother  of  a  cliild  with  DiGeorge  syndrome  has 


started  a  national  support  network  for  parents  of  children 
with  the  syndrome.  The  group  offers  information  and 
resources  pertaining  to  DiGeorge  syndrome,  and  helps  par- 
ents in  the  same  area  of  the  country  contact  each  other  For 
more  information,  contact  Natalie  Ward,  27859  Lassen  St., 
Castaic,  CA  91384,  (805)  294-3623. 


PUBUCATIONS 

•  Let's  Face  It,  a  support  network  for  people  with  facial  dif- 
ference, publishes  an  annual  directory.  Resources  for 
People  tvith  Facial  Difference.  The  40-page  booklet  lists  rele- 
vant orgar.izations,  books  and  videos,  and  has  special  sections 
listing  resources  especially  for  parents,  children  and  young 
adults.  This  publication  normally  costs  $10  but  is  available 
free  to  Exceptional  Parent  readers  who  request  it  and  include 
a  9  X  12  inch,  self-addressed  envelope  stamped  with  postage 
in  the  amount  of  $2.90.  Let's  Face  It,  Box  711,  Concord,  MA 
01742-0711,  (508)  371-3186. 

•  ADD-ONS  is  a  bimonthly  newsletter  described  by  pub- 
lisher Mary  Daum,  the  mother  of  a  nine-year-old  child  who 
has  attention  deficit  disorder  (ADD),  as  a  "paper  support 
group"  for  people  living  with  ADD.  All  aspects  of  ADD  are 
discussed  and  reader  participation  is  encouraged.  The 
newsletter  is  available  from  ADD-ONS,  RO.  Box  675,  Frank- 
fort, IL  €0423;  $15/irear. 


LIFE 

CAN 
STILL  BE 

THE 
JOURNEY 
OF 

DISCOVERY 
YOUR 
CHILD 
DESERVES 


■QRUNQ 


REGAL<S) 

TMt«MK-rOVMWHUt,mrO$0OOTSM 

C3iooseiheridethat'sfiiforyou.X«ir<>' 
i  is  aviilable  in  seven  models,  all  ergo- 
nomically  designed  to  give  your  iour- 
nays  fcMObm  of  choke  and  comnwt..: 


BACKSAVESP* 
uuMBxnmoitwtuuajcMmtffT 
£;«sy  to  tise.Noli{ting.Ful^  automatic. 
Raises  ind  tvoies  nunual  wheelchairs 
with  the  turn  of  a  key  activated  switch. 
Ottty  1  of  14  diffamu  Bruno  lifts.  " 


CVRB^IDEFP* 
scoonutAwasukAiKun 

■  Unique  180-degieepowerroUlionlets 
.yoFU  pick  up  next  to  or  behind  your 
|vdiicle.Ide«lforuseinv*nssndtnicks 
rWith  Ufigtfe  or  tailgata  raar  openintiu 


ELECTRA-RfDB^ 
srjuKWAVMUVAitmnsmi 
Low-costibattety-powered  stairway 
ekvator  Jfeeds  no  special  wiring.  Op- 
erates even  if  there  u  a  power  outage- 
To  give  your  journeys  peace  of  mind. 


•  aKMO  MOCKNOINT  IIWN  MM.  INC.  IHt 


CAU.  l'800-882-8183  toll  free  1-414-567 -4990  1-414-567-4341 

IRUNO  INDEPENDENT  LIVING  AIDS,  INC.  1780  EXECUTIVE  DRIVE    PO  BOX  84  OCONOMOWOC  WISCONSIN  S3066 
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Don't  You  Have 
Enough  To  Worry 
About... 


CMdren's 
lau^ter  is 
music  to 
otirears. 

Our  dedicated  staff  at  the 
Kennedy  Kiieger  Institute 
is  devoted  to  helping  chil- 
dren and  adolescents  with 
physical,  mental  or  educa- 
tional disabilities.  Through 
diagnosis,  treatment  and 
education,  we  can  help 
find  the  Icey  that  unlocics 
the  future  for  your  child 
and  your  family. 


Kennedy  Krieger  ln$t!tute...prov]dinq  quality 
services  for  youngsters  of  any  age  vvfth: 

•  Assistive  Technology  Needs 

•  Motor  and  Language  Delays 

•  Metabolic  &  Degenerative  Diseases 

•  Learning  Problems  and  Disabilities 

•  Mental  Retardation 

•  Head  Injury 

•  Birth  Defects 

•  Cerebral  Palsy 

•  Feeding  Disorders 

•  Behavior  Problems 

•  Down  Syndrome 

•  Other  Special  Needs 


Kennedy  Krieger  Institute 

A  ojinpitlxHswe  resource  /or 
cbildmt  with  diuhilities 

Call  US  to  toft  about  your  concerns,  slight 
or  severe.  We  can  help. 

(410)  550-9400  / 1-800-873-3377 
707  North  Broadway 
Baltimore,  MD  21205 
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Where  kids  can  be  kids! 

Prescribed  daycare  facility 
for  medically  complex  children 
Ages  3  months  -  7  years 


A 
B 
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B 
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•  Skilled  Nursing  Care 

•  Educational  Development 


•  Therapy  Services 

•  Infusion  Therapy 
•  Interaction  with  other  children  in  a 

developmentally  stimulating  environment 
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B 
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B 
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1  CENTERS  FOR  MEUCAUY  OEPEMOEWT  CMLDREM 


Centers  nationally  located.  For  information  call 
(609)  354-9106 
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W'thout  Worrying 
About  Incontinent 
Supplies? 


DUHALINE* 
MEDICAL  PRODUCT  S 

•  For  all  of  your  bladder  and  bowel 

control  needs  ■  diapers,  briefs,  liners, 
underpads,  catheters  and  more. 

•  Fast  direct-to-your-door  deliveiy. 

Call  Today  For 
A  FREE  Catalog! 


1:800-654^3376 


DORALINE  MEDICAL  PRODUCTS 

324  Werner  Si  •  P.O.  Box  67  •  LeipsicOH45W6 
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THERAFIN  SCOOTERBOARDS 

These  boards  are  designed 
primarily  for  use  with  chil- 
dren to  encourage  extension, 
provide  vestibular  stimula- 
tion and  promote  head  and 
upper  trunk  control.  They 
are  available  in  single  and 
twin  carpeted  models  and  a  single  uncarpeted  model. 
All  models  have  four  large  casters. 
Therafin  Corporation,  Mokena,  IL  60448^848 
Circle  #  221 


This  pre-reading  tutorial 
aj:id  modified  game  pro- 
gram teaches  children  the 
concepts  of  big  and  little, 
categorizing  and  class- 
ification. The  single-switch 
s<-„arming  program  allows 
up  to  four  players  to  con- 
struct a  bear  in  various  sizes  by  selecting  appropriate 
body  pai"ts  and  clothhig.  For  Apple  II  a^^d  Macintosh 
conjputers. 

UCLA^USD  Microcomputer  Project,  Los  Angeles, 
CA  90024 

Circle  #  22?. 


ACTION  ROCKET 

One  chair  for  various 
ages!  Tiiis  rigid-frame, 
manual  wheelchair  wLU 
grow  with  a  child — from 
a  tiny  10  x  10  inch  frame 
to  a  teen-sized  16  x  16 
inch  frame.  Quick- 
release  wheels  and  arms 
and  a  folo  down  back 
make  this  chair  easy  to 
transport  to  all  the 
places  children  need  to  go;  the  expandable  width  and 
depth  fits  them  as  they  grow!  Many  accessories  and 
options  are  availal>le. 
Action  by  Invacare,  Elyria,  OH  44035 
Circle*  223 


EARLY  RECOGNmON  INIERVEKnON  NEIWOiW  (ERIN) 

ERIN  is  a  compilation  of  academic  tutorial  and  assess- 
ment programs  designed  as  a  curriculum  for  students 
with  early  childhood  learning  disabilities.  Assessment 
tools,  curriculum  guides  and  hands-on  activities  are 
included  on  two  disks — one  for  infants  and  toddlers, 
the  other  for  primary  school-age  children.  For  use  on 
Apple  n  or  IBM-compatible  computers. 
J.  E.  Stewart,  Seattle,  WA  98155 
Circle  #224 


ntEAPPlAUSE 

This  lightweight  manual  wheelchair  fits  young  adults  and 
is  easy  to  fold  and  transport  Its  construction  of  aero- 

■f^  space-quality  aluminum  and 
graded  hardware  provides 
strength  and  durability  with 
a  weight  of  only  30  pounds 
(without  footrests).  Remov- 
able swing-away  footrests, 
padded  rear-pivot  armrests 
and  a  lifetime  warranty  on 
the  sideframe  and  cross- 
brace  are  just  of  few  of  its 
many  features. 
Damcco/Freedom  on  Wheels,  Chatsworth,  CA  91311 
Circle  #225 


The  ABLKDATA  database  oj  assistive  technology  and  rehabilitation  equipmeiH  contains  information  on  mo7v  than 
19.000  lisli7}gs  of  ptvdvcts  far  persons  of  ali  agrs  who  have  a  physical.  Sfmsory  or  cotpiitive  disability.  The  ptvdzicls 
above  %vm'  chosen  for  inchwiinn  07i  Uiis  page  by  Uw  ABIJ^DATA  s^aff  based  on  Uieir  spnclfic  ajyplicability  to  or  design  for 
children  ivith  disabilities.  For  ir>ore  informatim  mi  assvitive  devices,  or  to  siilmdt  pmduct  it\formationfor  inclusion 
in  the  database  (and  possible  iiwlu.iiori  on  this  page),  please  contact  ABLEDATA,  8i55  ColesviUe  Rd.,  Ste.  935,  Silver 
Spring,  MD  20910-3319,  (800)  227-0216,  V/TDD,  (301)  588-9284,V/'rDDor(30i)  587-1967,  FAX. 


THEimCYCLE 

Now  available  for  both  youths  and  adults,  this  three- 
wheeled  handcycle  lets  teens  vnth  mobility  disabilities 

take  over  the  bike  path!  Each 
cj'clfc  is  custom  built  to  the 
user's  height  and  will  accom- 
modate tndidduals  with 
iieights  of  four  feet  to  more 
than  sbc  feet.  Shimano  com- 
ponents, quick-release  hubs, 
a  chain  guard,  adjustable 
crank  shaft  to  fit  tndi\adual 
arm  length  and  an  internal 
drum-reversing  brake  system  are  all  standard!  Custom 
paint  jobs,  quad  cuffs,  racing  or  mountain  bike  tires  ajid 
a  cordless  computer  are  just  a  few  of  the  options  that 
can  make  this  cycle  the  envy  of  the  neighborhood. 
Top  End  by  Action,  Pinellas;  Park,  FL  34665 
Circle  #  225 
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Familiar  Faces 


Three-year-old  Jonathan  Feres  enjoys  a  day  at  the 
beach.  Jonathan,  who  lives  in  Quebec,  Canada,  has 
Dawn  syndrome  and  a  severe  hearing  loss.  Jonathan 
attends  an  integrated  preschool  program  that  was 
founded  by  his  adoptive  mother,  Pamela,  and  other 
parents.  Jonathan,  who  was  bom  in  Cambodia,  may 
soon  be  joined  by  an  adopted  Cambodian  sister. 


Sixteen-year-old  Christine  Adrian  gives  a  lift  to 
rolierblading  cousins  Bobby  and  Mattmy.  The  three  are 
navigating  a  hill  near  Christine's  home  in  Romney,  West 
Virginia.  Watching  the  action  Jrom  the  siddines,  Chris- 
tine's dad,  Herb,  and  aunt,  Siaron,  seem  to  be  having  as 
much  fun  as  the  kids.  Christine's  mom,  Sandy,  says  that 
looking  at  this  picture  always  makes  her  smile!  Christine 
has  cerebral  palsy. 


BrUume  Nicole  Prada  of  Turiock,  California  is  described 
by  her  mother,  Karen,  as  "a  very  determined  little  girl  "Bn- 
anne,  32  months,  has  Cornelia  de  Lange  syndrome  (CdLS). 
She  was  bom  with  only  one  finger  at  the  end  of  each  arm, 
but,  Karen  says,  "that  doesn't  seem  to  slow  her  down." Bri- 
arme's  picture  also  appears  in  a  brochure  that  is  available 
from  the  CdLS  Foundation  (1-800-223-8355). 


Pre-teens  (from     to  right)  Amber  Lund,  11,  Lacey 
Moateller,  10,  and  Ana  Gimien,  10,  show  off  their 
"shiny"  smiles  at  Disneyland.  All  Oiree  girls  were  bom 
vnth  doacal  exstrophy,  a  condition  that  has  required  one 
or  more  ostomies  and  constant  monitoring  of  kidney 
function.  Lacey's  mom,  Lee,  says  that  despite  the  hun- 
dreds of  miles  between  these  special  friends,  they  try  to 
get  together  as  often  as  possible. 


Three-year-old  Heather  Wiegman  giggles  while  posing  with 
her  mother,  Carolyn.  Bom  nine  weeks  prematurely.  Heather, 
who  lives  in  Oriando,  Florida,  has  cerebral  palsy.  Carolyn, 
who  wants  to  "stress  the  importance  of  adrxxxUing  for  chil- 
dren with  disabilities,"  has  many  goals  for  Heather's  future 
including  a  motorized  wheelchair,  enrollment  in  a  private 
Catholic  school  and  a  canine  companion. 


209  Haivard  Street,  Suite  303,  BrooWine  "A  021 46.  (Sony,  photos  cannot  t»  returned,)  On  a  separate  sheet  of  paper,  write  your  child's  full  name,  age  at  the  time  photo  was  taken, 
address  and  daytlnw  phone  number,  and  Identic  wwyone  In  the  photo  J  you  Ike,  you  ^ 
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HeaHh  Insurance  Troubieshootef 

amlinued  firm  page  16 

to  speak  with  a  variety  of  people 
involved  in  health  insurance  issues — 
consumers,  insurance  company  exec- 
utives and  attorneys,  industry 
spokespeople.  Medicare  experts,  gov- 
ernment representatives  and  legisla- 
tive officials. 

Over  the  years,  I've  learned  a  lot 
about  the  way  insurance  companies 
work  and  about  the  types  of  health 
insurance  claim  problems  that 
occur.  I've  learned  that  such  prob- 
lems are  often  complex  and  involve 
a  variety  of  technical  issues.  Unless 
consumers  have  a  backgroimd  in 
health  insurance,  economics  or  law, 
they  generally  find  it  difficult  to 
fully  understand  the  issues 
involved. 

Many  parents  of  children  with  dis- 
abilities are  quite  knowledgeable 
about  insurance  .issues.  By  necessity, 
they  have  become  sophisticated  in 
regard  to  this  and  other  issues  of 
concern  for  their  children.  Still,  few 
have  technical  backgrounds.  Health 
Insurance  Troubleslwoter  will  be 
written  in  a  clear,  easy-to-understand 
style,  with  ^propriate  examples  to 
illustrate  specific  issues. 

If  you're  having  a  problem  obtain- 
ing health  insurance  for  your  child,  if 
you  have  health  insurance  but  are 
having  difficulty  obtaining  ^propri- 
ate  insurance  benefits  or  if  you  have 
a  general  question  about  health  insur- 
ance, write  and  let  me  know.  If  tlie 
problem  relates  to  a  specific  health 
insurance  claim,  please  include 
copies  of  any  materials  you've 
received  fix)m  the  insurance  com- 
pany. (Please,  don't  send  originals!) 
Include  your  address  and  phone 
number  so  that  I  can  get  in  touch 
with  you  if  further  information  is 
necessary.  To  insure  privacy,  only 
your  initials  and  state  will  be  used  in 
the  colunm.  Due  to  time  limitations, 
it  is  not  possible  to  respond  to  letters 
individually,  but  I  will  choose  as 
many  letters  as  possible  to  discuss  in 
this  space. 

Write  to  me  at  Exceptional  Parent, 
209  Harvard  Street,  Suite  303,  Brook- 
line,  MA  02146. 1  look  forward  to 
hearing  from  you. 


Haverich  Ortho-Sport,  Inc. 

67  Emwaid  Street 

Keene,  NH  03431  (603) 358-0438 


Havench 


l^rope's  leading  line  of  specialized 
psytMes,  tricycles  and  tandems 
low  available  in  North  America 
frame.  Duel  caliper,  drum 
iniS  coaster  brakes  available. 
I^ri'^bg  brakes  standard. 
^e|t  styling  and  wide 
l^jce  of  colour 
eiiplcrlbinations. 
M^m  than  30  specially 
PipQSigned  accessories  to 
^Met  every  need. 


Circle  #36 


At  Devereux... 

a  helping  hand  is  just  a  phone  call  away 

1-800-345-1292 


In  a  nationwide  network,  Devereux 
provides  services  to  individuals  of  all 
ages  who  have  a  wide  range  of 
emotional  disorders  and/or 
developmental  disabilities. 


Devereux  services  include: 
residential  treatment  centers 
community-based  group  homes 
day  treatment  programs 
transitional  living 
acute  and  partial  hospitalization 
foster  care  homes 
family  counseling  and  therapy 
in-home  services 
aftercare  programs 


1^ 


Devereux 
Since  1912 
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CHILDREN'S  Page 


The  Children's  Page 
welcomes  contribu- 
tions from  children  with 
disabilities  and  their  sib- 
lings. Be  creative!  Send 
your  stories,  photos  and 
artwork  to: 
Children's  Page 
Exceptional  Parent 
209  Harvard  Street, 

Suite  303 
Brookline, 
MA  02146-5005 


Oh  Brother! 

by  Katie  Hershberger 

My  lO-year-old  brother,  Jeff,  has  autism.  Many  people  with  autism  also 
have  mental  retardation,  but  Jeff  does  not  Jeff  has  always  been  good 
with  numbere.  He  learned  to  multiply  in  first  grade.  He  can  also  speli  well. 
Sometimes  some  of  the  kids  in  his  class  miglrt  ask  him  how  to  spell  a 
word. 

Jeff  likes  fans  because  they  spin  around.  He  eiyoys  just  sitting  in 
front  of  a  fan  and  watching  it  spin.  He  always  remembers  all  the 
faivs  that  he  sees.  If  he  visits  someone's  house,  he  will  memorize 
the  location  of  all  the  fans.  The  next  time  he  goes  to  that  house 
he  might  ask,  "Where's  the  fan  with  the  three  blades  and  the 
broken  knob?" 

Jeff  has  to  have  a  routine.  If  we  change  just  one  little  thing 
he  gets  mad;  that  makes  me  mad.  If  we  are  going  somewhere, 
he  has  to  know  where  we're  going  and  what  time  we  are  sup- 
posed to  leave.  If  we  are  even  one  mi.mte  late,  he'll  say,  "We 
were  supposed  to  leave  at  4:00!  Now  it's  4:01!"  But  he  doesn't 
really  understand  time.  To  him,  time  is  just  numbers. 

One  time,  I  was  drawing  and  Jeff  tried  to  draw  the  same 
thir\g.  I  got  n>ad  at  him  and  told  him  not  to  copy  me.  Then  niy 
parents  told  me  that  that's  how  he  learns — by  imitation  and  rep- 
etition. For  example,  if  he  rents  a  video  and  there's  one  part  he 
likes,  he  will  just  keep  rewinding  it  and  watching  it  over  and  over. 
I  get  tired  of  hearing  it  all  the  time. 

When  my  brother  began  attending  public  school,  he  became 
popular  with  his  classmates.  I  think  tlie  kids  were  interested  in  him 
because  first  of  all,  he's  a  lot  bigger  than  they  are— some  people 
say  that  he  looks  like  a  football  player— and  because  they'd  never 
seen  anyone  with  autism.  They  would  talk  to  him  and  ask  him 
questions.  That  soon  became  too  much  for  him.  He  can't  take  too 
much  stimulation  at  once. 

Once  we  were  in  a  restaurant  and  a  family  with  a  baby  came  in. 
Jeff  said,  "Oh  no!  Here  comes  a  stupid  baby!"  Jeff  said  tliat  because 
he  literally  can't  stand  the  sound  of  babies  crying.  If  he  hears  one,  he 
will  plug  his  ears  and  make  a  humming  sound  so  he  can't  hear  it. 

Jeff  does  not  socialize  well.  If  someone  he  knows  comes  up  to  talk  to 
him,  Jeff  might  say,  "Go  away"  It  doesn't  mean  that  he  doesn't  like  them— 
just  that  he  doesn't  want  to  talk. 

Living  with  a  brother  who  has  autism  has  had  its  ups  and  downs,  bwt  all 
in  all,  I'd  say  it  has  been  a  good  experience. 

Katie  Hershberger  lives  in  Goshen,  h^diana.  She  itn-ote  this  essay  about  her 
brother  when  she  %vas  12  years  old.  She  is  norv  15  and  will  be  a  sopfimnare  at 
Goshen  High  School  where  she  plays  the  clarinet  in  tiie  marching  band.  She  also 
takes  piano  lessons  and  enjoys  art,  ivriting  and  playing  Nintendo  games  with  her 
bivUier,  Jeff. 

Jeff  is  13  years  old  and  will  enter  seiK'nth  grade  at  Goshen  Middle  Scfiool.  He 
has  been  successfully  mainstreamed  since  snond  gmde.  He  has  a  playing  canl 
collection,  an  electric  fan  aMection  and  many  stuffed  animals.  His  big  dnwn  is  to 
turn  16  years  old  and  driw  a  Ford  Mustang. 
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Spectacular 
Summer 

Software 

Sale 

For  over  ten  years,  Laureate  has  been  producing 
programs  to  meet  the  unique  needs  of  exceptional 
children.  We  want  your  child  to  benefit  from  using  our  award-winning 
software  at  home.  That's  why  we're  reaching  out  to  parents  with  this 
Spectacular  Summer  Software  Sale. 

From  now  until  August  31,  1994,  you  can  purchase  Laureate's 
talking  software  programs  for  an  incredible  50%  off.  We'll  even  pick  up  the 
shipping  charges!  Your  satisfaction  is  guaranteed.  If  our  software  doesn't 
meet  your  child's  needs,  for  whatever  reason,  we'll  take  it  back. 


Available  for  Apple  II, 
Apple  lIGS,  IBM,  and 
Macintosh  computers 

Call  today 
for  a  free  catalog. 
1-800-562-6801 

This  offer  applies  to  individuals  only.  No  school, 
agency,  or  institutional  purchase  orders,  please. 
We  will  accept  orders  prepaid  by  check, 
MasterCard,  or  VISA.  Free  shipping  within  the 
U.S.  only.  Please  mention  this  sale  when  placing 
your  order. 


"'"'"yUving 


We  have  over  60  talking  software 
programs  for  children  functioning 
between  6  months  and  8  y&ars  of  age. 

•  Language  intervention 

•  Cognitive  processing 

•  Reading 

•  instructional  games 
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If^ureate 

Mggwgb  •  110  East  Spring  StrMt  •  Winooski,  VT  054O4  •  802-6SS-47S8 
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Cid  you  ever  think  you'd  see  one  affordable 
Iproduct  that  meets  a  wide  variety  of 
'positioning  needs?  introducing  Versa 
Form— the  latest  in  positioning  technology  from 
Tumble  Forms. 

Simple,  yet  effective,  Versa  Form  consists  of  a  vinyl 
pillow  filled  with  styrene  beads.  When  vacuum  pres- 
sure is  applied,  the  result  is  a  precisely  molded,  but 
modifiable  positioning  device.  It  will  quickly  mold  to 
any  client,  providing  firm,  comfortable  support.  Best 


of  all.  Versa  Form  can  be  reused  as  often  as  you'd 
like  by  simply  releasing  the  vacuum  and  reshaping 
the  vinyl  pillow.  Tests  show  Versa  Form  can 
easily  withstand  repeated  use. 

Now  you  can  provide  specialized  positioning  for 
clients  requiring  additional  support  in  sitting, 
sidelying,  prone  or  supine  positions.  Versa  Form 
can  also  provide  specific  extremity  or  joint 
stabilization.  All  this  with  one  product... Versa  Form 
from  Tumble  Forms. 


For  more  information,  call  1-800-631 -7277.  In  Canada  call  1-800-665-9200. 
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Parenting 
Your  Chod 
WrfflA 

DlSABHTTY 


How  easy  is  it  to  call  at  anytime  with 
Long  Distance  Relay  Service? 


This  easy:  1 800  855-2880  (TTY) 

AnVOne.  AnVWhere.  AnVtinie.    no  matter  w  hen  you  call.  state-to-state  and  international 


long  distance  relay  calling  is  easier  than  ever  with  one 
easy  number  from  AT<S:T.  And  relay  savings  are  easy 
too.  Witli  A'r<S:T  True  USA^"  Savings.  \()U  can  save  when 
you  spend  as  little  as  .SIO  a  month  on  AT&T  Long  Distance 
calls.*  .Xt  AT&T,  we're  dedicated  to  making  phone  calls 
easv  for  anvone.  .Xnvtime.  Anywhere. 


1800  855-2881  (Voice)  •  1 800  855-2882  (ASCIO  •  1 800  855-2883  (TfelebraUle) 


I'or  iiKnv  inlorinMiioii  ni  (.•niolliiu.'ni  i.ill  1  siiii  s-^-^-.-^J.-^J  Cfn' > 
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Cover: 

Tuo-year-old  Reanna  I}i.rxon 
enjoys  outdoor  play  with  her 
mother,  Gu'en,  during  a  Mommy  & 
Me  class  at  the  Blind  Children  s 
Center  in  Los  Angeles.  Gwen,  irho 
has  cerebral  palsy  and  a  visual 
impairment,  is  one  of  tite  young 
"stars' of  Lei's  Eat,  the  Center's 
new  video.  For  more  information, 
see  page  63. 
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Miini,  My  Friend  by  Anita  Stohs  

A  mother  talks  about  the  special  relationship  between  Mind 
and  her  brothers. 

The  Parent  and  Professional  Alliance  Program  26 

Smith  Carolina  parents  become  part  of  the  medical  education 
curriculum 
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SuMLEY  D.  Klein,  Ph.D. 


For  most  of  our  growing  family  of  readers,  concerns  about  adequate  and  compas- 
sionate health  care  are  part  of  everyday  life.  This  summer,  it  appears  possible 
that  some  mj^jor  health  care  reform  legislation  will  actually  work  its  way  tlirougii 
the  legislative  process.  Simultaneously,  election  campaigns  for  the 
House  and  Senate  are  gaining  momentum.  As  a  result,  during  the 
late  sununer  and  early  fall,  many  of  our  elected  leaders  will  be 
campaigning  at  home  and  working  on  health  care  legislation  in 
Washington.  Campaigns  provide  unique  opportunities  to  tell  our 
stories  personally  to  our  elected  officials  and  those  who  aspire  to 
replace  them.  Many  readers  have  already  found  the  time  and 
energy  to  communicate  with  members  of  congress.  They  have  told 
their  stories  to  ensure  that  individuals  with  disabilities  and  special 
health  care  needs  will  finally  have  access  to  the  kind  of  health 
care  everyone  deserves — and  that  caring  parents  will  no  longer  have  to  beg,  borrow 
or  go  bankrupt  in  their  pursuit  of  that  care.  Now,  during  the  campaign  season,  we 
must  continue  to  deliver  our  messages. 

Research  shows  that  parents'  readiness  to  collaborate  with  health  care  providers 
is  detennined  by  the  ways  in  which  those  parents  and  providers  interact.  When 
parents  are  respected  as  the  most  important  experts  in  the  care  of  their  children  and 
when  providers  are  compassionate  and  understanding,  children  and  parents  do 
better — and  at  no  extra  cost!  When  I  heard  a  presentation  by  parents  in  South 
Carolina  involved  in  a  wonderful  program  called  the  Parent  and  Professional 
Alliance  (PAPA),  I  invited  them  to  share  their  story  with  our  readers.  PAPA  is  a 
group  that  is  having  a  profound  impact  on  the  education  and  training  of  physicians 
and  other  health  care  providers.  While  we  are  pleased  to  bring  you  their  story  in  this 
issue,  we  know  there  are  other,  sinular  efforts  underway  in  other  parts  of  the 
country.  We  are  working  on  identifying  these  other  programs — ^to  do  so,  we  need  to 
hear  from  involved  parents. 

As  Peggy  Mann  Rinehart  explains  in  A  Bit  of  Teenage  Sa  my,  young  people  with 
disabilities  and/or  special  health  care  needs  can  also  influence  the  training  of  health 
care  professionals.  This  is  especially  true  when  the  professionals  realize  that  health 
care  consumers — children  as  well  as  parents — have  a  great  deal  to  teach. 

For  many  parents,  access  to  adequate,  compassionate  dental  care  is  one  of  their 
most  difficult  health  caie  challenges.  Steven  P.  Perlman,  D.D.S.,  a  member  of 
Exceptional  Parent's  Editorial  Adxisory  Board,  and  other  members  of  the  Academy 
of  Dentistry  for  People  with  Disabilities  are  devoted  to  changing  that  reality.  They 
are  working  on  the  creation  of  educational  materials  on  oral  health  for  parents  and 
children;  they  are  also  working  to  change  the  educational  preparation  of  dentists 
and  oral  hygienists — goals  not  unlike  those  of  the  PAPA  parents.  In  this  issue.  Dr. 
Perlman  presents  the  first  of  a  series  of  articles  with  practical  information  on  dental 
care  for  children  with  disabilities. 

Bathrooms  are  daily  centers  of  activity  that  can  require  special  attention  and 
equipment  so  that  children  can  gradually  learn  to  care  for  themselves  as  indepen- 
dently as  possible.  In  Special  Bathrooms,  Linda  Nitteberg  provides  bathroom  safety 
and  design  suggestions;  her  article  is  accompanied  by  a  directory  of  manufactiu-ere. 
This  issue  also  includes  a  similar  director^'  of  manufacturers  of  incontinence 
products  along  with  a  discussion  of  healtli  insiu-ance  reimbursement  for  inconti- 
nence products,  (See  "Health.  Insiuance  Troublcshooter.") 

At  every  Abilities  Expo  I  have  attended  this  year,  1  have  had  the  pleasure  of 
meeting  informally  with  readers  to  listen  to  their  suggestions  and  concerns.  The 
topic  of  relationships  between  sisters  and  brothers  have  come  up  in  each  of  these 
meetings.  In  Mim  i,  My  FYiend,  Anita  Stohs  shares  her  obser\'ations  and  insights 
about  the  special  relatioaships  among  her  three  children.  In  the  September  issue,  we 
will  begin  a  scries  of  exceipts  from  a  very  important  new  book  about  siblings. 
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Outcomes:  Posture,  function,  and  majpty  improved. 

Comments:  Bobby  shows  greater  endurance  and  activity  in  the 
GS  Cushion  and  Bacl<. 

Foltow-up:  Adjustments  will  be  easy  to  make  as  Bobby  continues  to  grow 
and  develop, 

Uay  GS:  Simple,  cost-effective  children's  seating. 
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Laughter  Helps! 

I  agree  with  the  letter  from  P.C.  (May 
190  n  that  humor  is  a  real  survival  tool 
for  tiie  families  of  loved  ones  with  dis- 
abilities. I  can  never  resist  telling  the 
following  story  to  coworkers  who  are 
feeling  frustrated  with  toilet  training 
their  toddlers: 

My  youngest  son,  Adani,  is  nine 
years  old  and  still  not  potty  trained  due 
to  severe  mental  retardation  and  a  real 
lack  of  motivation  on  his  part!  He  also 
dislikes  water— bathing  and  swinuning 
are  not  his  idea  of  fun  activities. 

After  six  years  of  trying  to  get  him  to 
use  a  potty  chair,  I  got  the  briglU  idea 
of  having  him  try  to  stand  up  and  pee 
into  the  toilet— a  skill  his  older  brother 
had  mastered  by  the  age  of  two.  It  was 
right  before  bedtime  and  Adam  was 
wearing  only  a  diaper  and  tee-shirt.  I 
stood  him  in  front  of  the  toilet,  lifted 
the  seat  and  reached  for  the  faucet  to 
turn  on  the  water— the  old  running- 
water-makes-you-go  ' .  .  k.  This  was  a 
mistake;  as  soon  as  I  let  go  of  his  hand, 
Adam  took  a  giant  step  forward— into 
the  toilet.  He  was  so  proud  of  himself 
for  stepping  right  into  that  water  that 
he  just  grinned  from  ear  to  ear  and 


looked  at  me  as  if  to  say,  "How  about 
that.  Mom?" 

What  could  I  do  but  laugh?  I  lifted 
him  out  of  the  toilet  and  .sat  down  on 
the  floor  and  laughed  so  hard  that  the 
tears  rolled  down  my  face!  I  still  get  a 
big  smile  every  time  I  remember  the 
look  on  his  face.  He  was  one  proud  lit- 
tle boy!  I  just  wish  he'd  get  that  excited 
on  those  rare  occasions  when  he  uses 
the  potty.  Oh  well,  that's  life  with  Adam! 

M.S.,  Pennsylvania 

Indispensable  Monnation 

I  have  been  meaning  to  write  to  E.vcep- 
tioyial  Parent  for  several  years.  The 
information  this  magaane  provides  and 
the  tories  families  share  are  indispens- 
able. 

The  membership  of  our  oiganiza- 
i  tion— Mothers  of  Supertwins  (MOST)— 
!  consists  of  families  of  triplets, 
quadruplets,  quintuplets  and  sextuplets. 
Almost  all  of  our  babies  are  bom  pre- 
maturely and  need  some  NICU  stay  We 
strongly  support  high-risk  clinic  follow- 
up  for  all  preemies  and  early  interven- 
tion programs  when  needed.  Just  as  in 
the  general  population,  our  member 


families  often  face  a  number  of  physical 
or  developmental  challenges  with  one 
or  more  of  their  children.  I  refer  to  your 
annual  resource  directory  (January 
1994)  on  a  daily  basis.  The  Search  col- 
unm  has  been  a  godsend  to  several  of 
our  families. 

I'm  thrilled  that  your  publication  is 
now  being  offered  on  a  monthly  basLs. 
Keep  up  the  wonderful  work! 

M.A.B.,  Neil'  York 

Editor's  Note:  MOST  ran  be  contacted 
at  P.O.  Box  951,  Brentwood,  NY 
11717,  (516)434-6678. 

Language  Reveals  Prtsjudices 

I  was  rather  surprised  by  the  letter 
from  S.R.  of  Washington  (April  1994) 
who  wrote,  "As  the  parent  of  a  child 
with  Down  syndrome  who — thank  God 
(emphasis  added) — does  not  have 
physical  lin-ttations. .."  I  thought  that 
was  a  rather  insensitive  remark.  How 
would  this  parent  fviel  if  I  had  written, 
"As  the  parent  of  a  child  with  orthope- 
dic disabilities  who — ^thank  God — is 
not  developmentaUy  delayed?" 
As  we  strive  to  educate  the  general 
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>^  To  reach  out  to  parents 

of  children  with  disabilities 
and  special  health  care  needs, 
y  7b  empower  mothers  and 
fathers  hy  providing  practical 
ir^formation  and  emotional 
support 
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J^ow  do  you  take  a  sit-down 
skower?  J^ow  does  a  sink  ^o 
up  and  down?  J^^^  astronauts 
^o  to  tke  Latkroom? 


Hot  water  might  just  be  the  best  problem 

solver  around.  This  comfortable,  movable,  contoured 
shower  chair  lets  you  soak  it  in  without  a  care.  Our 
Ceratherm  shower  with  thermostatic  control  makes 
you  feel  even  more  at  ease. 


about  your  V  . 
awkward  | 
situations  y 
Astronauts  " 
first  strap  K 

themselves  in  ■  ,  ^ 

with  loot  i. 
and  thigh  T*?^'^^ 
lesfaints  They've  got  a  toilet  bowl  but  no  water  Instead,  12  a  r 
lets  underneath  i.'ie  seat  propel  everything  into  a  stoiage  tani . 


Our  IVlulti-Systi 
closest  anyone': 
sink.  It  adjusts 
accommodate 
"*'»\     with  back  trouble, 
or  in-between 


'1  Lavatory  is  the 
come  to  a  portable 
"  very  quickly  to 
wheelchairs,  those 
or  anyone  tall,  short 
-^At  even  slides  to 


the  left  or  to  the  right. 


Hvcm.ne  goes  U>  tlie  Ulinn.in.  In  very  different  circumstances.  Still,  it  sliould  always  feel  inviting. 
I'rivale.  Rela.xing.  It  sk.uld  lie  a  cliance  tc.  feel  free.  To  that  end,  American  Standard  offers  tlie  liiggest 
choice  of  smartly  designed,  stunningly  desig.ied  accessilde  products  anywliere.  WW  also  answer  all  your 
<,uestions.  liven  if  we  have  to  ask  NASA.  Just  call  us  at  1-800-217-1929.  /iMffOWS^miiUd 
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public  on  their  use  of  language  as  it  relates  to  our  children, 
we  must  also  look  inside  ourselves.  Many  times,  our  choice 
of  language  reveals  our  inner  stereotypic'  thinking  and  preju- 
dices. 

If  we  want  the  world  to  value  our  children — to  stop  segre- 
gating, stigmatizing  and  staling  at  them— we  first  need  to 
clean  up  our  own  acts. 

J.L.,  California 

Remembering  Daniel 

I  had  to  write  after  reading  Nathan  Reiffs  Childmi 's  Page 
article,  Remembei-ing  Daniel  (June  1994). 
My  three-year-old  son,  Stephen,  al.so  has 
pyruvate  dehydrogenase  deficiency  He  has  a 
nine-year-old  brother,  TYevor,  and  an  eight- 
year-old  sister,  Meghan. 

I  was  so  moved  by  Nathan's  article 
because  of  the  love  that  was  given  to  Daniel. 
We  love  Stephen  just  as  much  and  cherish 
every  day  we  have  with  him. 
Thank  you  for  a  wonderful  magazine! 

A.B.,  Pennsylvania 

Thanks! 

Thank  you  for  yom  truly  wonderful  magazine.  I  don't  know 
what  I  would  do  witltout  it.  I  devour  each  issue  the  dr.y  it 
arrives  because  I  ani  so  hungry  to  find  information  about 


Discover  the  total 
difference  from  Promise: 

Advanced  UltraDry "  Technology 
means  drier  skin.  And  so  much  more. 

Experience  the  protection  of  the  P'-omise'*  Tot.il  Care 
System,  the  most  complete  <ind  effective  line  of 
incontinence  products  available  today.  Designed  by  a 
team  of  health  care  professionals  the  Promise  Total  due 
System  uses  superabsorbant  materials  to  provide  n.axi.num 
absorption,  dryness,  containment  and  odor  elimination. 
With  Promise.,  you'll  get: 

•  Maximum  comfort  with  our  Multi-Str.ind  lej;  elastic 

•  Youth  briefs  through  full  size  • 
from  1 7"  to  58"  ^ 

•  Best  regular  (iesif-n  in 
perfornicince  and  cost  . 

•  i^ully  disposable  briefs  <iiKi  pads -available    f  '  „ 
in  winnecl,  fitted  or  regular  Myle  brief  ifor 
moderate  to  heavy  crpacityl  or,  pads  and 
cotton  pants  (for  light  to  heavy  capae  ityi 

•  An  assortment  of  incontinent  care  cleansing  products 

•  Delivery  to  your  home 

For  moie  information  or  to  receive  our  tree  brochure,  call 
1-800-659-8037  and  talk  with  our  trained  professionals. 

Direct  Delivery  Services 

Your  source  for  Promise'  nnducts. 
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how  the  system  works  and  about  disabilities  in  general. 

My  son,  Jeremy  is  only  two  years  old,  so  we're  relatively 
new  to  the  wild  and  wonderful,  but  also  wacky  world  of  dis- 
abilities. It's  sometimes  difficult  to  live  here,  but  the  people 
are  caring,  the  pace  is  slower  ami  we've  growii  to  appreciate 
a  whole  new  part  of  life. 

P.G.,  Ohio 


An  Outpouring  of  Support 

Thank  you  so  much  for  publishing  my  Seaivh  letter  {Beixign 
Congenital  Hypotonia,  April  1994)  and  forwarding  the 
responses.  The  outpouring  of  support  has  been  wonderful. 

S.C.,  Virginia 


Missing  F.Y.I. 

I  am  writing  in  response  to  tlie  changed  format  in  your  maga- 
zine. Overall,  I  eryoy  the  content  matter  very  much  and  find  it 
quite  informative. 

However,  I  do  miss  the  brief  column  you  used  to  run  called 
F.Y.I.  In  each  issue,  this  column  highlighted  a  specific  disabil- 
ity or  condition.  I  found  it  particularly  helpful  when  you  high- 
lighted uncommon  or  rare  disabilities  on  which  little 
information  can  be  easily  found. 

Please  consider  resuming  this  column.  It  didn't  take  up 
much  space,  so  you  should  be  able  to  squeeze  it  in  some- 
where. Thank  you. 

D.V.W.,  Oregon 

EniTOR'.s  Norn-  We  have  heard J'min  several  ivaders  who 
miss  the  F.Y.I,  column.  We  are  planning  to  bring  it  back  on 
a  regidar  basis  in  the  near  future.  Tliank  you  for  taking  the 
time  to  write  to  us. 


A  Sense  of  Connection 

I'm  the  parent  of  a  five-year-old  boy  who  has  cerebral  palsy.  I 
would  like  to  thank  you  for  continuing  to  publish  a  magazine 
that  provides  my  wife  and  me  with  a  sense  of  comiection  and 
a  feeling  of  support.  We  look  forward  to  receiving  your  maga- 
zine each  month. 

We  have  started  a  parent  sujjport  group  in  our  area  and 
E.rceptional  Parent  magazine  has  been  a  big  help  to  oui- 
group. 

I  think  it  would  be  good  if  you  started  a  pen  pal  page  and 
let  us  have  the  option  of  using  our  full  names  and  addresses. 
This  would  allow  parents  of  children  with  the  same  disabili- 
ties to  find  each  other 

r.M.,  Te.ra.s 

Yes!  Yes!  A  pen  pal  page,  please.  My  son  wrote  to  the  boy 
who  had  asked  for  pen  pals  ajid  got  a  cute  but  curt  note  say- 
ing he  had  already  found  one.  Jacob  was  cnished. 

J.L.,  California 

KiHTon's  Not/::  Many  readers— both  chiUln-n  and  adults— 
hav  asked  about  the  jmssibiilty  of  a  ivgularpen  pals  page. 
We  ciirrently  r.re  e.rploring  the  logistics  of  putting  f;)ich  a 
department  together.  We  knou  that  a  pen  pals  page  would  be 
veifj  popular,  so  it  is  something  ivc  would  like  to  do. 
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PoRDMommMaromG 
Makes  Life  More  Rewarding! 


jrp  o\i  Motor  Company  understands  that  a 
X    physical  disability  doesn't  mean  life  can't  be 
rewarding.  For  many,  there's  no  greater  reward 
than  the  feeling  of  freedom  and  independence  that 
comes  from  driving. 

That's  why  your  Ford  and  Lincoln-Mercury  dealers 
wont  your  active  life  to  include  a  new  Ford  or 
Lincoln-Mercury  cor  or  van  or  Ford  light  truck.  And 
that's  why  the  Mobility  Motoring  Program  was 
created ...  to  make  adapting  your  new  Ford  or 
Lincoln-Mercury  product  easier  and  more  rewarding! 

A  SmoTHHR  Road  to  Travel 

Mobility  Motoring  starts  with  a  toll-free  call.  You'll 
know  you've  arrived  when  your  Ford  or  Lincoln- 
Mercury  dealer  hands  you  a  check  for  up  to  $750 
toward  the  installation  of  adaptive  driving  or 
passenger  equipment.  There's  nothing  for  you  to 
send  in ...  and  theie's  no  waiting  for  your  check! 

You'll  also  receive  a  complimentary  Ford  Cellular 
Telephone'  and  Roadside  Assistance'  for  the 
duration  of  the  bumper-to-bumper  limited  warranty. 


PROGRAM 

I\FORMATIO\  YovNKKI)  ... 

FOR  I\FORMi:n  Decisions 

The  Ford  Mobility  Motoring  Program  also  provides ... 

■  friendly  toll-free  and  special  "TDD"...  information 
line  to  answer  your  questions. 

■  a  list  of  nearby  assessment  centers  authorized  to 
provide  a  "prescription"  for  your  vehicle's 
adoptive  equipment. 

■  a  list  of  local  adaptive  equipment  dealers  and 
installers. 

■  sources  of  funding  which  may  be  able  to  provide 
assistance  in  addition  to  the  amount  you  receive 
from  the  Mobility  Motoring  Program. 

Best  of  oil,  you  get  hid  Motot  Company's  products 
and  semes.  A  Company  wbete  quality  and  service 
are  always  "Job  I!" 


So  whether  your  life  demands  a  new  Ford  or 
Lincoln-Mercury  car  or  van,  or  Ford  light  truck . . . 
just  call  1-800-952-2248  (for  TDD  users:  1-800- 
TDD-031 2).  You'll  discover  that  Mobility  Motoring 
is  your  kind  of  reward! 

Free  Mofaiiity  Motoring  Vidtol 

This  video  shows  how  eosy  it  is  to  open  the  door  to 
Mobility  Motoring  rewards.  You'll  r^ieet  people  who 
hove  leonied  the  process  is  really  simple.  You'll  also 
see  how  Ford  products  odapt ...  for  versotiiity, 
convenience  and  just  plain  motoring  fun.  Just  ask  for 
your  free  vkieo  when  you  call  us. 

Program  Period 

October  1,  1 993  — September  30,1994 

'  fw/oraer  is  tespomibk  fc;  o  /?Mo/  m/n/mi/m  ottf/olion  on  Ide 
fold  Cekhi  System.  Some  M  mdnidvol  mmis  may  lequm  o 
hngei  ogieemeni  os  well  as  oiki  lelaled  senile  ami  usage  chaiges, 
so  acceptance  is  optal  lo  k  eligible  lot  fc  comptimenlory  foid 
Cekkii  Jehphone,  ihe  cvstomei  must  alsa  live  in  an  ami  coveted  by 
Ibe  fold  Ctkht  System  at  Ide  liine  al  Ide  puichose  oi  lease. 

■'  isk  your  deaki  loionpyolibe  limited  mianly  and  complete 
details  ol  Ide  Hoadside  issislonce  plan  Veb'Ktes  coveied  by  the 
Lincoln  Commilmsnl,  f  Sciics  Piclctied  (oie  oi  fed  Caipet  lease 
plans  bme  oddilional  benefits. 


A  Nkw  Car,  Va\  or  Light  Trvck  ...  AhAPriviJ  EovmiEm  ...  am)  On-tiieSpot  CasuI 
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Adoptive  Parents 

I  am  the  adoptive  motlier  of  a  beautiful, 
sweet-spirited  tliree-year-old  girl  who 
has  multiple  disabilities  as  a  result  of 
"shaken  baby  syndrome"  at  seven 
months.  She  has  cerebral  palsy,  devel- 
opmental delays  and  a  visual  impair- 
j   ment.  I  would  like  to  correspond  with 
!   other  adoptive  parents  of  similar  child- 
i   ren.  Because  my  daughter  has  multiple 
I   disabilities,  I  haven't  found  a  support 
group  that  meets  my  needs. 

MM.  Alaska 

Editor's Nom  Alaska's  Parent  Train- 
ing &  Information  Center  may  be  able 
to  help  you  connect  with  other  parents 
in  your  area.  Contact  the  Alaska  PAR- 
ENTS Resoutve  Center,  5W  Interna-  j 
tional  Airpoil  Road,  Suite  250,  Anchor-  | 
age,  AK  99518,  (800)  478-  7678  | 

Infantile  Spasms 

We  are  the  parents  of  a  beautiful  one- 
year-old  son,  Eric,  who  has  infantile 
spasms  (hypsarrhythmia  EEG  pattern), 
microcephaly  and  visual  disabilities. 

Eric  was  bom  eight  weeks  prema- 
turely, but  progressed  with  no  apparent 
problems  and  c^e  home  at  16  days  of 
age.  At  31  days,  Eric  refused  his  for- 
I   mula,  had  increased  urine  output  and 

j     Setrdi  and  Re^Mod  is  an  opportunity  for  our 
readeis  to  exchange  information  about  their 
practical  e]q)erlences  meeting  the  eveiyday 
challenges  of  life  with  a  child  or  adolescent  with 
i  ^MfHty.malsj  expect  parents  lo  ask  (^ppm- 
priatepnfeeskmais. 

Please  indicate  «4iether  the  letter  is  a 
search  or  response.  If  a  re^nse,  be  sure  to  note 
bt  which  issue  the  original  Search  letter 
appeared.  All  responses  are  forwaided  to  the 
writers  of  the  Search  letters;  some  are  published. 
Published  letters  may  be  edited  for  purposes  of 
space  and  clarity 
Write  or  fax: 
Search  or  Sespoad 
Exceptional  Parent 
209  Harvard  Street,  Suite  303 
Brookline,  MA  02146-6006 
Faic  (817)  730-8742 

For  Information  about  speclGc  disabilities,  con- 
tact the  National  Organization  for  Rare  Disorders 
(NORD),  100  Rt  37,  P.O.  Box  8823,  New  Fairfield, 
CT  06812,  (800)  999-NORD,  (203)  746-6518.  Also, 
see  'National  Resources  for  SpecUk  Disabilities 
and  Conditions"  in  Exceptional  Parent's  1994 
Seiource  Guide  (Januuy  1094). 


was  extremely  fussy.  We  took  hiin  to 
the  emergency  room,  but  doctors 
found  notliing  wrong.  Our  pediatrician 
was  consulted  and  wanted  Eric  admit- 
ted so  she  could  check  him. 

While  waiting  to  be  admitted,  Eric 
had  his  first  crisis — he  began  to  turn 
blue  around  his  mouth  and  a  code  was 
called.  While  being  treated,  Eric  had  his 
first  seizure  and  required  ventilation. 
After  two  and  a  half  weeks  in  the  hos- 
pital and  many  more  seizures,  Eric 
came  home  again.  He  was  on  Pheno- 
barbital  and  his  seizures  were  con- 
trolled— all  seemed  well  again.  Despite 
numerous  tests,  no  cause  for  the 
seizures  was  found. 

At  five  months  of  age,  Eric  had  a  fol- 
low-up EEG  and  hypsarrhythmia  was 
present.  He  was  given  two  daily  ii\jec- 
tions  of  ACTH  for  nine  weeks.  He  is 
currently  on  Depakene,  and  his 
seizures  are  pretty  well  controlled.  He 
is  irritable  most  days,  but  when  a  smile 
is  coaxed  out  of  him,  it  melts  your 
heart. 

We  are  very  anxious  to  talk  to  other 
families  who  have  dealt  with  infantile 
spasms.  Since  so  little  information  is 
available,  it  is  difficult  to  understand  or 
look  to  the  future.  Eric  appears  "nor- 
mal." This  sometimes  leads  to  heart- 
breaking comments  from  well-meaning 
people. 

We  would  also  appreciate  sugges- 
tions from  families  with  children  who 
have  visual  disabilities  on  how  to  moti- 
vate movement  and  interest  in  objects 
and  people.  We'd  like  to  hear  about 
particular  toys  that  a  child  with  a  visual 
impairment  may  find  interesting. 

J.L.  &  A.L.,  Nebraska 

Editor's  Note:  A  free  "Toy  Resource 
List"  is  available  fivm  the  National  Fed- 
emtion  of  the  Blind.  Contact  NFB 
POBC,  Cmnmitteeon  the  Blind  Mult i- 
Handicappcd  Child,  1912  Tracy  Road, 
Northwood,  OH  43619,  (419)  666-6212. 

TWo  Children  With 
Spina  Bifida? 

We  are  parents  of  a  two-year-old  f  laugh- 
tor  who  hius  spina  bifida.  We  tJso  have  a 
throe-and-a-half-year-old  son.  We  aiv 
considering  the  po.ssibil!ty  of  a  third 
child  and  are  weigliing  all  the  issues.  We 


are  interested  in  hearing  from  parents 
who  have  two  children  with  spina  bifida 
Doctors  tell  us  that  we  have  a  three-to- 
five  percent  chance  of  having  another 
I   child  with  spina  bifida,  and  we  would 
like  some  insight  into  what  life  would  be 
like  with  two  affected  children. 

D.H.  &  D.H.,  Tennessee 

Ventilator  Dependence 

My  two-and-a-half-year-old  son  has 
been  dij^osed  as  having  nemaline 
myopathy,  a  form  of  muscular  dystro- 
phy. The  muscle  weakness  throughout 
his  body  has  resulted  in  respiratory 
problems  and  he  is  ventilator-depen- 
dent. 

I  am  interested  in  talking  with  par- 
ents who  are  taking  care  of  a  child  who 
is  ventilator-dependent  at  home.  How 
you  deal  with  everyday  life? 

D.S.,  Tennessee 

Band  Heterotropia 

My  five-year-old  daughter  has  a  rare 
brain  disorder  called  band  heterotropia 
causing  an  uncontrolled  seizure  disor- 
der and  two-year  developmental  delay. 

I  would  like  to  hear  from  parents  of 
otlier  children  with  this  diagnosis.  I 
have  been  told  there  are  at  least  20 
other  children  with  this  disorder  I 
would  like  to  know  how  ot  her  parents 
cope  with  their  child  learning  new 
words  and  skills,  then  losing  those 
skills  and  having  to  start  all  over  Since 
Rene  has  been  taking  a  new  seizure 
medication,  she  is  doing  and  learning 
much  more,  but  we  still  have  to  cope 
with  many  different  seizures.  Recently, 
she  has  gone  from  drop-attack  seizures 
only,  to  drop-attack  with  complex  and 
absence  seizures,  startle  seizures  in  her 
sleep  and  tonic-clonic  seizures  requir- 
ing oxygen. 

On  the  positive  side,  Rene  just 
recently  learned  how  to  ride  a  two- 
wheel  bike.  That  might  not  seem  like  a 
big  deal  to  most  'jeople,  but  with  a 
child  like  Rene,  everything  she  learns  is 
a  big  deal. 

1  would  really  like  to  hear  from  any 
piironlH  who  have  a  child  with  band 
holorotro[)ia.  11  would  be  great  to  talk 
Willi  someone  who  is  going  through 
similar  experiences  imd  who  would 
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You  can 
get  a  copy  of 
the  magazine 
that  helps  yon 
parent  your 
child  with 
a  disability 
times  a 
year!!! 


That^s  right. 

Exceptional 
Parent 

magazine  will  bring 
you  tfie  information 
you  want  and  need 
monthly! 


Exceptional  Parent 
12  times  a  year!!! 

Yes,  I  want  to  subscribe  to  Exceptional  Parent  magazine! 

Ql  One  "i'ear  ( 12  issues)  tor  624*. 
School:  ( 12  issues)  tor  S30*. 

Years  (36  issues)  tor  S'^-i*.*   

^  School:  3  Years  (36  issues)  for  S72* 

'  I  S fundi  only  CciitaUa  S.Wfh'r  war  (.)thor  furvtun  countries       per  war. 

□  Bill  me 

Check  enclosed  <  use  scpanilc  em  elope) 
To  order  by  Credit  Card  call:  l-SOO-247-8080 

Please  send  my  subscription  to: 

Name  

School   


Address 


Citv 


Please  allow  4-6  weeks  for  delivery 


State 


_Zip , 


34H1 


Exceptional  Parent 
12  times  a  year!!! 

Y©Sr  I  want  to  subscribe  to  Exceptional  Parent  magazine! 

^  One  Year  ( 12  issues)  for  S24*. 
Q  School:  (12  issues)  for  S30V 
Gl  3  Years  (36  issues)  for  554*." 
^  School:  3  Years  (36  issues)  for  S72V 

'  ( '.S  /h)I(/.s'  (iiily  <.:(iiuui(i  S.iflpcr  yciir  <  llhcr  liircii>n  c<}Uii:ni's  SJ,i  fwr  n'nr 

□  Bill  me 

^  Check  enclosed  1  usi-  .<('p(ii-iit('  cmvlofK'i 
To  order  by  Credit  Card  call:  l-S00-247-8()8() 

Please  senci  my  subscription  to: 

Name  

School   


Address 


City  State  Zip  

^^=^^a^  allow  4-6  weeks  for  delivery  34H 1 
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monthly! 
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new  departments: 

•  Fathers'  Voices 

•  Role  Models 

•  Poiat  of  View 

•  Research  * 


See  reverse  side  for  subscription  details 


understand  my  frustrations  and  the 
fear  of  not  knowing  what  the  future 
holds. 

M.D.,  Vetmont 

Low  Brain  Stem 

I  am  the  mother  of  a  seven-year-old  son 
with  spina  bifida  and  Amold-Chiari 
malformation,  TVpe  II.  Carl's  brain  stem 
goes  down  to  the  C-5  vertebra.  He  also 
has  multiple  shunts  for  hydrocephalus. 
At  age  three,  he  had  posterior  fossa 
decompression  surgery  in  which  the 
surgeon  enlarged  the  foreamen  mag- 
num, shunted  his  fourth  ventricle,  did  a 
laminectomy  to  the  C-3  vertebra  and 
enlarged/expanded  Ihe  tight  fuscia, 
even  grafting  on  some  tissue  to  allow 
for  expansion. 

Carl  has  had  multiple  neurological 
problems  as  a  result  of  his  low  brain 
stem.  He  has  had  difficulties  managing 
a  variety  of  food  textures,  some  tempo- 
rary facial  paralysis  and  speech  difficul- 
ties. Most  recently,  he  has  had  episodes 
of  high  blood  pressure  resulting  in 
episodes  of  high  intercranial  pressure, 
profuse  sweating,  flushing  of  the  face 
and  grunting.  Carl  is  taking  a  diuretic 
and  medication  for  high  blood  pres- 
sure. The  doctors  have  ruled  out  kid- 
ney and  heart  problems  and  seizures. 
They  believe  that  these  episodes  are 
related  to  Carl's  low  brain  stem.  I  am 
interested  in  hearing  from  other  par- 
ents of  children  who  have  spina  bifida 
with  this  type  of  symptomatic  Amold- 
Chiari  malformation  or  other  parents  of 
children  with  brain  stem  problems  sim- 
ilar to  Carl's. 

Despite  all  his  medical  problems, 
Carl  has  been  able  to  attend  half-days 
of  school.  He  eryoys  school  and  makes 
friends  easily,  but  misses  many  days 
due  to  the  episodes  described  above, 
frequent  illness  and  general  lack  of 
sUimina. 

S.B.,  Washington 

lipomyelomeningocele 

My  daugliter,  19-month-old  Ashlen,  was 
bom  with  spina  bifida,  type  lipomyelo- 
meningocele. My  daughter's  spina 
bifida  is  very  unique.  Ashlen's  spinal 
cord  grew  to  an  unusually  long  length, 
escaped  her  vertebral  column,  went 
through  a  fatty  tumor  and  continued 
out  her  back  as  an  appendage.  The  odd 
characteristic  of  Ashlen's 


lipomyelomeningocele  is  that  it  is  not 
midline— it  is  off  to  the  left  side  of  her 
lower  back. 

My  daughter  had  reconstmctive 
surgery  shortly  after  birth  and  has  been 
able  to  participate  in  nomial  motor 
activities— walking,  running  and  jump- 
ing. Now,  however,  Ashlen's  spinal  cord 
and  nerves  have  begun  to  get  tangled 
up  again.  This  can  cause  nei-ve  damage. 
She  has  problems  walking  now,  and  if 
untreated,  she  could  lose  her  ability  to 
walk.  Next  week,  Ashlen  is  going  to 
have  surgery  to  untether  her  spinal 
cord. 

Little  information  is  available  on 
lipomyelomeningocele.  We  don't  know 
how  Ashlen  will  function  after  this 
surgery  or  in  the  future  or  whether  she 
will  neied  additional  surgeries  later.  I 
would  like  to  hear  about  the  experi- 
ences of  other  parents  so  that  I  can 
form  an  idea  of  what  Ashlen's  future 
may  be  like. 

V.M.,  Florida 


Chromosome  XXXXX 

I  am  the  physical  therapist  of  a  darling 
13-year-old  girl  who  has  penta-X  syn- 
drome (five  X  chromosomes).  We  are 
unsure  of  what  her  future  holds.  Her 
orthopedist  states  that  he  may  have  to 
fuse  both  her  elbows  due  to  irregular 
bony  surfaces  that  are  causing 
inflammation  and  pain.  This  seems  like 
a  drastic  measure  to  me! 

I  would  love  to  share  infomiation 
with  anyone  out  there — parents,  thera- 
pists or  physicians — who  have  contact 
with  an  older  child  with  this  syndrome. 

B.K.,  California 

KabuM  Makeup  Syndrome 

My  three-year-old  daughter  has  been 
diagnosed  with  kabuki  makeup  syn- 
drome. Her  doctors  have  very  little 
information  to  give  us.  I  have  written  to 
every  organization  I  know  of,  and 
although  I  liave  discovered  some  lim- 
ited infonnation,  I  am  more  interested 
in  hearing  first-hand  experiences  of 
other  parents.  I  want  to  know  about 
typical  developmental  milestones  and 
difficulties  associated  with  the  syn- 
drome. 

I  have  only  been  able  to  locate  five 
other  children  in  the  United  Stales  willi 
tliis  syndrome,  Juid  (he  three  that  I 
have  been  in  contact  witli  have  kabuki 


Now  he  has  a  place 

for  everythuig 
like  everyone  else. 

When  he'.s  at  school  with  everyone  else, 
the  last  thing  he  needs  to  worr)-  about  is 
where  to  write  and  put  his  books.  With 
the  IVnDESC™  FUpTop  Storage  Desk,  he 
has  his  own  portable  desk  and  a  place  to 
put  things  too! 

Its  unique  hall-joint  movements  and 
sturdy  supjMjrts  put  NTY'DESC  in  a  class  of 
its  own.  It  tilts  for  reading,  writing  or 
computing,  then  g(K's  flat  for  lunch  time 
and  breaks.  .\  se<'ret  storage  compartment 
hides  pai)ers.  Inwks,  i)encils  (and  maylie  a 
few  comic  books).  And  when  it's  time  for 

transfers,  the  entire  desktop  swings  down 

to  the  side  and  out  of  the  w  ay. 

It's  simply  designe<l  for  flexiliility 

and  growth,  so  he  can  use  his  MYDESC 

for  years  to  come! 

For  more  information  on  the  entire 

MYDKSC  line.  c(mtact  your  liM-al  rehab 

dealer  and  a^k  to  see  the  MYDESC 

demonstration  ^^(leo.  Or  call  ns  dim-tly 

for  a  fi'ee  bnx-hure. 

1-800-4-MYDESC 


RHAMDEC 

Hlam.h.lnr   •   ITd  Rli- Mrrrl.M.KiiiUm C.V 'IWU-SJIO 
MMIK<I'  1- •  In.lmirV  nf  Rliairilrr.  Ini-. 
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ADJUSIEASE  =  CLEANING  SOLUTION 

SY,  IT'S  CI^D'S  PLAY! 


An  AcceuAble,  sucnuful  ballilub  replocenienil 
Good-loolu'ng  and  banier-free,  AcMMMwac't 
on  easy  to  do  I  -doy.  noplumber  proiecH 
ll's  0  sole  inveslmenr— you  con  even  take  if  wilh 
you  when  you  nx>el 


Sate,  wel  fun  in  ihe  showet  end 
bolh — end  il  goes  to  the  beech 
Of  pool,  loo! 

AdjinCoM  Woihchoii'i  your 
sensible  bock-  ond  bock-soverl 


OKDIK  YOUR  iUb4ef$SH<^i»*.«Y^M 
«CIJUUllNOS6tOn0Ni«  It^MtMNIJiSO 

OJUiGff Nr"  tAMflf  OIUU-CAU  SYSTtM 
IfOK  OHir,^89iii>9l'irtlgularfy  $89,991) 

Accessjyble 

FOr'S VERY*  BODY5 

1  Bm  2@5  2S25 

VES,  WE        fU  3*  rum  PWCHAStS  IWOUOH  lOCAt  OCAUtlSI  JUST  CAU  us  fHiSTI 
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Haverich  Ortho-Sport,  Inc. 

67  Emerald  Street 

Keene.  NH  03431  (603)  358-0438 


Hanfench 


'  flEurope's  leading  line  of  specialized 
^  bicycies,  tricycles  and  tandems 
now  available  in  North  America. 
Steel  frame.  Duel  caliper,  drum 
itf^cl  coaster  brakes  available. 
iPaurking  brakes  standard. 
Latest  styling  and  wide 
C'  choice  of  colour 
^>(jpmbinations. 
I^More  than  30  specially 
designed  accessories  to 
tneet  every  need. 


makeup  syndrome  along  with  other  dis- 
abilities. My  daughter  has  no  other 
diagnoses. 

M.W.,  New  Jersey 

Undiagnosed 

Our  five-year-old  daughter  remains 
undiagnosed.  Katie  s^peared  normal  at 
birth  but  had  very  high  bilirubin  levels 
and  Rh  incompatibility.  At  nine  montlis 
of  age,  after  she  had  failed  to  meet  a 
number  of  developmental  milestones, 
we  began  to  look  for  some  answers. 

As  an  infant,  Katie  always  smiled  eas- 
ily; however,  she  was  very  irritable  at 
night  and  had  very  irregular  sleep  pat- 
terns for  her  first  three  and  a  half  years. 
(Sometimes,  she  still  wakes  up  to  "play" 
at  2:00  a.m.)  Katie  sat  up  at  12  months. 
She  neve'-  really  crawled,  but  walked  at 
age  three  and  a  half.  She  has  had  exten- 
sive tests — CAT  scans,  an  EEG,  an 
EKG,  an  MRI  and  three  genetic  evalua- 
tions. All  the  doctors  who  have  evalu- 
ated her  feel  that  her  cluster  of  charac- 
teristics indicates  a  syndrome,  but  they 
don't  know  what  it  is. 

Our  description  of  Katie  is  as  fol- 
lows: She  is  a  very  hs^py,  social  child. 
She  is  petite  and  has  hypotonia,  micro- 
cephaly and  mental  retardation.  She  is 
non-verbal;  we  feel  that  she  under- 
stands more  than  she  can  express.  She 
makes  inconsistent  eye  contact  and 
drools.  Katie  walks  with  a  wide  gait 
and  seems  somewhat  off  balance.  She 
likes  to  have  her  hands  rubbed  and 
tends  to  fixate  on  things  she  likes  such 
as  Disney  characters.  She  loves  to  look 
at  books  and  tries  to  interact  with 
other  children. 

Katie  has  been  tested  for  tuberous 
sclerosis  and  fragile  X  syndrome.  She 
has  been  thought  to  have  Rett  syn- 
drome and  Williams  syndrome.  As  par- 
ents, we  have  felt  that  she  might  have 
Angelnian  syndrome  but  have  been 
told  that  it  is  not  possible.  We  would 
welcome  responses  from  anyone  who 
can  help. 

D.T.&B.T.,  lUiTwis 


Teiecommunicatkxis  Corrections/Additions 

The  distribution  address  of  the  AOO-PARENTS  Inter- 
net mailing  list  has  been  changed.  The  new  address  is 
inajon>oinoemv.mv.co(n. 

An  additiort  to  the  list  of  Disability-Related  Electronic 
Bulletin  Boards  is  as  follows:  ABLE  INFORM  (Mary- 
land) (301)  589-3563.  up  to  9600  bps.  Emphasis  on 
assistive  teclinology  and  retiabilitatioiVdisability  titera  ■ 
ture.  Searchable  databases,  resource  guides,  fact 
stieets 
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If  incontinence 
is  part  of  your  life, 
you're  not  alone. 

For  millions,  it's 
a  fact  of  life.  But 
now  there's  a  better 
way  to  deal  with  it. 

Now  there's 
HypersorbTa  new 


For  women  om(  men,  gfr/s  and  boys:  Hypersorb  /ooks  like  octiveweor,  works  like  incontinence  weor. 


long,  long  time.  After 
multiple  washings, 
its  absorbency  is  still 
1000%. Which  means 
it  can  save  you  quite 
a  bit  of  money  over 
disposables. 

Even  better,  this 
also  works  for  our 


technology  that  brings  a  new  level  of  comfort  and 
confidence  to  incontinence  products. 

What's  more,  it's  also  reusable,  so  it  brings  a  new 
level  of  economics.  And  that's  not  all. 

As  you  can  see,  it  has  the  fashion  of  activewear, 
so  it  will  appeal  to  everyone  from  children  to  seniors. 

We  know  it  works;  it's  been  working  for  years 
throughout  Europe  under  the  brand  name  Ganmill. 

Even  uncompressed,  it's  only  4mm  thick,  so  it 
can  be  used  in  a  variety  of 
fashionable  designs. 

You'l!  also  notice  that 
there's  a  lot  less  bulk  than 
you  expect  in  an  under- 
gament  that  works  so  well. 

And  it  keeps  working  a 


High  density  fiber? 
wick  fluid  from 
surfoce  quickly. 

"Cells"trop  liquid' 
in  the  center. 


environment.  We  use  only  pure  polyester  and  viscose 
fibers;  add  no  chemical  binders  or  wood  pulp  products. 

All  told,  we  believe  that  Hypersorb  will  work 
better  than  whatever  you're  using  now. 

But  talk  is  cheap.  We  back  that  up  with  a  One- 
Year  Guarantee.  Follow  instructions,  and  if  Hypersorb 
doesn't  keep  working,  send  it  back.  We'll 
give  you  a  new  one  or  your  money  back.  J.r^ 
So  call,  write  or  fax  us.  MasterCard,  „,^„,,^„.«^, 
Visa  and  personal  checks 
are  accepted.  Do  it  now. 

Because  you've  got 
nothing  to  lose. 

And  you've  got  a 
much  better  way  of  dealing 
with  incontinence  to  gain. 


Hypepsopli':  Wliy  It  Works  Better. 


Reinforcing  fibers 
"    prevent  pi/Oling, 
moximize  comfort 

Center  reservoir  holds 
fluid  from  surfoce 


Fiber?  bundled  in  coils  to  transmit  fluid  to  center 
ond  spreod  it  throughout  the  gorment 


HYPERSORB  PATENT  PENOINQ 
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TECHNOMARKETING  INC 


307  Bacon  Road  •  Rougemont  NG  27572  •  (919)  477-1387  •  Fax  (919)  477-2294 
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InvoTek  toys  are  the 
perfect  gift  for  any  severely 
physically  involved  child 
Popular  toys  for  girl  and 
boys  of  all  ages  have  been 
modified  to  be  switch 
accessible.  Toys  that  are 
presently  available  include: 
Tiger*  2-XL™  Talking 
Robot,  My  Little  Smart  first  words™,  and 
Tyco*  Electric  Racing  Set.  Order  soon  to  ensure 
holiday  delivery.  Limited  quantities  are  available. 
Call  InvoTek  for  a  catalog  and  pricing. 

InvoTek 

CORPORATION 

700  West  20th  Street,  ENRC 
Fayetteville,  AR  72701 
1-800-576-6661 
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Many  models  to  choose  from! 


Call  Now 

1-800-654-9664 

LHiuf  hiiun:  S:lCam  ■  5:00  pm  Mon.-Fn.  C^-ntral  Standard  Time 


CALL  NOW  ,l;C)Ii  A  KU];i:  \  iD.LO  INlOi^NL-VTlON  KIT. 
DON'M  OlUiLl  lO  ASK  A1K)U  LI  IIL  NLW 
LAKN-A-MIKi:  I'KCKiKANL 


You  can  get  your 
therapeutic  cycle  for  FREE! 

Rock     Roll  Cycles 

P.O.  Box  1558  •  Levelland,  Texas  79336 
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Our  Toilet  Supports  are 
so  adjustable  toddlers 
tbru  adults  can  use  the 
same  one.  We  have  High 
Back  and  Low  Back 
versions.  Pommels,  urine 
deflectors,  foot  rests  and 
smaller  seats  for  young 
children  are  available. 


Our  NEW  Bath/Shower 
Chairs  are  the  most 
adjustable  ones  made.  We 
have  3  models  -  an 
Elevated,  a  Standard,  and 
a  RoU-In  Shower  chah. 
Each  model  has  6  sizes  to 
maximize  the  time  of  its 
use.  Your  child  and  you 


For  a  free  brochure  call  or  write: 

The  Adaptive  Design  Shop 

12847  Pt.  Pleasant  Drive 
Fairfax,  VA  22033 
703-631-1585 
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Infa-Dent® 

Finger  Toothbrush  and 
Gum  Massager 


BABYTOOTHBRUSH 


*  GENTLY  CLEANS  TEETH 

*  MASSAGES  GUMS 

*  EASY  TO  USE 

Available  At  Your  Nearest  Drug  Store 

Or  Call  1(800)  868-8338 

Nu-Tec  Health  Products,™  I  nc 
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Prader-Willi  Syndrome 

CM.  (May  1994)  is  Oie  pamit  of  a 
three-year-old  girt  ivho  has  been  diag- 
nosed ivith  Pinder-Willi  syndmme. 
CM.  wanted  to  contact  parents  of 
otiiei- children  with  this  disorder— 
especially  parents  of  children,  likelier 
daughter,  whose  DNA  tests  Ixave  come 
back  negative. 

My  seven-year-old  son,  Steven,  has 
Prader-Willi  syndrome  and  shows  a 
chromosomal  deletion.  However,  vari- 
ous sources  say  that  only  50  to  75  per- 
cent of  individuals  with  Prader-Willi 
syndrome  show  a  deletion. 

Molecular  genetics  is  another  area  to 
explore.  Your  daughter  could  possibly 
have  a  maternal  disomy  in  which  she 
i  would  have  tvvo  strands  of  chromo- 
!  some  15  from  her  mother  and  none 
j  from  her  father  The  father's  chromo- 
I  some  15  could  have  been  lost,  or  may 
I  have  translocated  to  another  chromo- 
!  some. 

\      My  understanding  is  that  Prader-Willi 
i  syndrome  can  also  occur  as  the  result 
I  of  some  sort  of  brain  damage  in  which 
i  the  hypothalamus  is  affected.  This 
1  would  result  in  symptoms  of  the  syn- 
■   drome,  but  it  would  not  be  genetic  in 
!  nature. 

j      I  am  a  parent,  not  a  professional.  You 
need  to  seek  expert  advice  from  a  pro- 
!  fessional  who  can  give  you  a  detailed 
!  and  more  fully  accurate  account  of  the 
I  various  genetic  and  non-genetic  causes 
j  of  Prader-Willi  syndrome. 
I  D.O.,  Notlh  Camlina 

i 

I  Teeth  Grinding 

i  A.T.  (June  1994)  is  the  mother  of 
1   n ine-year-old  Nicole  who  has  been 
I  diagtwsed  leith  PDD/Autism  and  bi- 
j  pola  r  disorder.  A.  T.  hoped  tojind  a 
1  solution  to  Nicole's  habit  of  grinding 
he}-  teeth.  Nicole  now  has  several  per- 
manent teeth,  and  her  mother  worries 
that  the  constant  grinding  loill  seri- 
ously damage  them. 

I  am  an  adult  who  has  a  problem 
with  teeth  grinding.  My  dentist  made 
mo  a  mouth  guard  to  help  me  stop. 

1  also  have  a  friend  whose  daughter 
has  disabilities  that  sound  similar  to 
i   Nicole's.  Like  me,  her  daiiglitor  was 
fitted  with  a  mouth  guard.  Now,  when 
she  grinds  her  teeth,  they  do  not  touch 


I  I  agree  with  you  that  Nicole's  teeth 

!  will  not  last  if  she  keeps  grinding  them . 

i  I  have  had  several  broken  teeth 

I  because  of  grinding.  I  have  been  wear- 

j  ing  my  mouth  guard  for  a  year  now — I 
have  much  less  jaw  pain,  and  my  teeth 

i  are  fine. 

';  A.B.,  South  Carolina 

!  □  My  12-year  old  son,  Adam,  was  bom 
I  prematurely  He  is  developmentally 
j  delayed  and  has  attention  deficit  disorder 
I     Like  Nicole,  Adam  used  to  grind  his 
j  teeth.  We  never  knew  what  to  do  about 
:  it.  Finally,  the  director  of  Adam's  edu- 
cational program  suggested  that  we  let 
him  have  chewy  candies  such  as 
j  gununy  bears  and  marshmallows.  He 
I  explained  that  Adam  probably  grinds 
j  his  teeth  because  he  gets  satisfaction 
i  from  chewing.  He  believed  that  using 
i  chewy  candies  would  give  Adam  the 
\  same  pleasure,  so  he  would  gradually  | 
1  stop  grinding  his  teeth.  | 
i     This  solution  has  worked  like  a  j 
1  charm.  Within  a  few  weeks,  Adam  had  j 
i  almost  completely  stopped  grinding  his  i 
i  teeth.  Only  occasionally  does  he  still 
i  need  a  marshmallow. 

L.S.,  Neiv  York 

I 

i 

j  Benign  Congenital  Hypotonia 

'  S.C  (April  1994)  is  the  mother  ofone- 
I  year-old  Matllme  who  hasfine-  ajid  \ 
gross-motor  delays,  speech  delays  and  | 
]  feeding  problems.  After  initially  stis-  i 
j  peeling  hypotonic  cerebral  palsy,  doc-  \ 
j  tors  have  classified  his  diso7xler  as  j 
I  "benign  congenital  hypotonia." S.C.  j 
!  wanted  to  contact  parents  of  children  \ 
with  similar  problems.  "During  the  \ 
last  tieo  yeais,  I  have  felt  very  alone.  j 
Outwardly,  my  son  looks  like  a  per- 
i  fectly  normal  one-year-old," she  wrote,  j 
I  "It  is  hard  for  friends  and  family  to 
\  undetstand. " She  also  requested  infor- 
!  mation  on  learning  disabilities  or 
I  other  long-tenn  pmbletns  that  may  be 
i  associated  with  hypotonia. 
j      My  three-year-old  son,  Nathan,  was 
I  diagnosed  with  hypotonia  at  the  age  of 
I  16  months.  Since  this  diagnosis,  I  have 
j  met  a  number  of  people  familiar  with 

hyi)otonia.  I  met  a  35-year-ol(l  man  and 
I  his  older  brother  who  wonMliag:iosed  i 
I  withhypotoniaasinfants,  however,  one  ! 
!  would  never  kn(.)W  this  today  The  > 


younger  brother  has  a  slight  speech 
impediment,  but  operates  his  owm  flour- 
ishing business  selling  sound  systems. 

A  woman  I  work  with  has  a  daughter 
who  was  diagnosed  at  birtli  with  hypo- 
tonia As  an  infant,  she  was  fed  by  G- 
tube.  Now,  this  child  is  in  a  regular 
fourth-grade  classroom.  She  has  excel- 
lent reading  skills,  but  receives  some 
remedial  help  in  math. 

My  son  currently  receives  physical, 
occupational  and  speech  therapy. 
Nathan  started  taking  steps  by  himself 
at  21  months.  His  gait  is  slowly  improv- 
ing. He  now  can  put  two  syllables 
together — he  says  things  like  "mama," 
"dada,"  "purple,"  "big  bird"  and  "big 
boy."  His  fine  motor  skills  have 
improved  considerably. 

Intellectually,  Nathan  exceeds  his 
age  level  in  nonverbal  tasks  like  identi-  ! 
fying  objects  and  putting  interiocking  j 
puzzles  together  He  understands  < 
everything  that  is  spoken.  However,  I 
must  admit  that  a  year  ago,  I  had  my 
doubts  about  how  much  he  could  com- 
prehend. This  was  because  he  was  too 
uncoordinated  to  follow  through  with 
many  commands.  He  may  also  have 
experienced  some  frustrations  that  pre-  1 
vented  him  from  demonstrating  his  i 
abilities.  ! 

We  are  a  family  of  five  who  feel  \ 
extremely  blessed  with  Nathan;  he  has  \ 
more  compassion  than  most  children  | 
his  age  and  a  terrific  sense  of  humor 
His  prognosis  is  considered  quite  good,  j 
It's  important  to  realize  that  improve-  | 
ments  come  slowly,  so  you  may  not  I 
notice  them  at  first.  But  rest  assured  ! 
that  I  have  only  seen  and  heard  of 
hypotonia  improving  with  therapy. 

CM.,  Pennsylvania 

L'.  My  three-year-old  son  was  diagnosed 
with  hypot  onia  at  the  age  of  five  j 
months.  Jon  has  no  head  control.  He 
carmot  walk,  or  even  sit  without  maxi- 
mum support.  It  is  hard  to  keep  him 
occupied  and  stimulated  at  home 
because  his  mind  is  so  far  ahead  of  his 
body.  He  does  not  yet  talk,  but  is  start- 
ing to  babble  more.  I  have  great  hopes 
that  he  will  talk  one  day.  He  under- 
stands so  much  and  becomes  frus- 
trated at  his  inability  to  comnuinicato. 

Like  you,  I  have  felt  isolated  and 
alone.  Jon  and  I  belonged  to  a  play 
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"We  were  prisoners  in  our  own  home." 

These  were  the  descriptive  words  spoken  hy  one  mother. 
Another  mother  characterized  her  family  as  a  "war  zone". 

Mayhe  you,  too,  can  identify  as  Rebecca's  mother  describes  her 
dauf;hter  ripping  her  clothes,  throwing  plants  from  their  pots,  and 
screaming.  Sean's  mother  says  he  has  given  himself  bloody  noses, 
black  eyes,  and  woiM  cling  to  people  because  he  was  afraid  to  let  go. 

In  the  new  Heartspring  school  video,  both  mothers  speak 
candidly  about  their  children,  their  home  lives,  and  what  it's  been 
like  since  they've  enrolled  their  children  at  Heartspring.  Heartspring 
has  opened  up  a  whole  new  world  to  these  children.  A  team  of 
specialists,  including  their  parents,  develop  indiv  idualized  programs 
designed  to  meet  the  special  needs  of  each  child. 

Now  Sean's  mother  says,  "He's  becoming  more  of  an  adult  . . . 
taking  responsibility  for  himself  and  doing  things  for  himself  that  i 
had  previously  done  for  him." 

After  describing  what  some  parents  are  still  doing  for  their 
children,  Rebecca's  mom  summed  it  up  by  saying,  "1  now  believe  that 
for  all  of  our  children,  it  doesn't  have  to  bo  that  way." 

And  it  doesn't.  If  you,  to<i,  feel  your  home  is  like 
a  prison,  call  Heartspring  today.  We  can  also  send  you  this  video  s<i 
you  can  learn  more  about  the  lives  of  Rebecca  and  Sean. 


HHRTSPRING 

^  "  A  lifeskills  learning  center 

2400  JARDINE  DRIVE  ♦  WICHITA.  KANSAS  67219-4699 
1-600-  835-1043 
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group  in  the  neighborhood.  After  his 
diagnosis,  there  were  some  weeks 
when  I  could  not  bring  myself  to 
attend  because  it  hurt  to  see  the  other 
children  developing  normally.  Now,  I 
have  stopped  comparing  Jon  to  other 
children. 

My  husband  and  I  believe  strongly  in 
inclusion.  We  are  fortunate  that  the 
mothers  in  our  neighborhood  include 
Jon  in  outings,  birthday  parties  and 
other  activities.  He  attends  preschool 
and  loves  it;  we  have  enrolled  him  in 
music  classes  and  swimming  lessons 
also. 

P.M.,  Missouri. 

□  My  six-year-old  daughter,  Rachel,  is 
also  quite  hypotonic  although  she  has  a 
working  diagnosis  of  developmental 
verbal  and  motor  apraxis.  Her  develop)- 
mental  milestones  were  aU  very 
delayed — she  crawled  at  12  months, 
walked  at  21  months  and  gagged  on 
solid  food  that  was  not  completely 
purged  until  18  months.  At  three  years, 
her  vocabulary  consisted  of  seven 
words.  (Now,  three  years  later,  I  can't 
get  her  to  stop  talking!) 

I  know  what  you  are  going  through! 
Rachel  is  a  very  pretty,  happy  child 
who  has  always  attracted  attention.  No 
one  could  understand  why  she  never 
answered  when  asked  her  name  or  age; 
after  aU,  she  looked  so  "normal."  I  was 
also  criticized  by  people  who  told  me 
Rachel  would  walk  if  I  would  only  stop 
canying  her!  People  just  don't  under- 
stand invisible  disabilities. 

Your  son  should  probably  begin 
speech  then^y  now.  He  probably  has 
weakness  in  the  muscles  that  control  his 
vocal  cords,  tongue  and  lips;  you  should 
be  prepared  for  long-term  therapy. 

Using  a  computer  also  helped  my 
daughter's  language  immensely.  Laure- 
ate (110  East  Spring  Street,  Winooski, 
VT  05404, 800/562-6801)  has  marvelous 
software  to  help  teach  speech  and  lan- 
guage to  very  young  children. 

Learning  to  use  a  computer  now  will 
also  prepare  Matthew  for  school  where 
he  may  need  to  use  a  computer  for 
writing  if  his  fine-motor  problems  per- 
sist. My  daugliter  started  with  a  single 
switch,  then  a  touch  window,  and  now 
uses  the  keyboard  and  mouse. 

Rachel  just  completed  kindergarten. 
Wc  had  a  huge  battle  with  the  school 
system  to  get  her  into  a  regular  class- 
room, but  even  they  now  agree  it  was 


ERIC 


Circle  «  38 

♦    EXCEPTIONAL  PARENT  /  AUGUST  l[)94 


5G( 


the  right  placement  This  is  not  to  say 
that  all  our  problems  are  over.  Rachel 
still  has  difficulty  with  sequencing, 
visual-motor  tracking,  fine-motor  skills 
and  phonics.  She  gets  a  lot  of  private 
thers^y  and  some  additional  help  in 
school.  On  the  positive  side,  she  loves 
to  swing  and  can  pump  her  legs  as  well 
as  her  classmates  with  whom  she  loves 
to  play.  She  rides  a  two-wheeled  bike 
with  training  wheels,  and  can  print  all 
the  letters  and  numbers — some  better 
than  otl     '  Most  importantly,  Rachel 
has  shown  everyone  that  when  given  a 
chance  and  some  appropriate  help,  she 
can  accomplish  a  great  deal. 

M.S.,  California 


Feeling  "Different" 

K.M.  (Jum  1994)  is  the  parent  of  an 
eight-year-old  girl  vnth  Doiim  syn- 
droine  who  has  mild  retardation  and 
is  included  in  a  regidar  second-grade 
classivam.  Lately  K.M.  's  daughter  lias 
become  more  aware  that  she  learns 
more  slowly  than  the  other  children. 
She  has  been  "acting  out"  and  engag- 
ing in  inappropriate  behavior  K.M. 
hoped  to  find  "neic  approaches  to  han- 
dle discipline  iii  an  appropriate  man- 
ner while  helping  her  to  maintain  her 
self-esteem  and  gel  in  touch  with  her 
emotions. " 

I  am  also  the  parent  of  an  eight- 
year-old  daughter  with  Dovm  syn- 
drome who  has  mild  retardation.  Like 
your  daughter.  Holly  is  in  inclusion 
classrooms  at  the  school  she  attends. 
Holly  has  been  in  some  sort  of 
included  setting  since  her  preschool 
years. 

We  have  always  dealt  with  the  inclu- 
sion classrooms  by  giving  the  other 
children  information  on  a  level  they 
can  understand.  We  want  tliem  to  begin 
the  year  with  a  basic  understanding  of 
disabilities  and  the  awareness  that  we 
are  all  different  For  example,  Holly's 
kindergarten  teacher  talked  to  the 
class,  read  them  a  book  about  differ- 
ences and  had  them  "experience"  dif- 
ferent disabilities  (for  example,  placing 
socks  on  their  hands,  then  trying  to  put 
a  puzzle  together).  The  teacher  asked 
the  children  to  "help"  Holly  by  being 
patient  with  her  She  (old  the  cla.s.s  that 
Holly  would  be  able  to  do  everything 
they  could  do,  hut  it  might  take  her  a 
little  longer 

This  pi»st  spring  our  district's  special 


education  advisory  committee  set  up  a 
booth  at  the  school  fair  to  allow  child- 
ren from  the  community  to  "experi- 
ence" various  disabilities.  The  com- 
ments from  the  "normal"  children  were 
interesting — "Wow,  next  time  I  see 
someone  in  a  wheelchaii'  I  will  try  to 
help"  and  "I  won't  make  fim  of  people 
with  handlers  again." 

My  point  is  that  I  don't  think  it's  your 
daughter's  problem;  it's  the  people 
around  her  If  you  can  give  them  more 
knowledge  and  understanding,  they 
will  be  more  accepting. 

We  have  never  seen  a  lot  of  "acting 
out"  on  Holly's  part  I  believe  it  is 
because  the  children  around  her  have 
accepted  her  for  who  she  is;  their 
acceptance  helps  her  to  accept  herself 
Tlie  best  thing  that  has  come  out  of  her 
class  learning  about  disabilities  is  that 
Holly  feels  "special"  rather  than  "differ- 
ent." I  agree  that  you  need  to  handle 
your  daughter's  inappropriate  behavior 
now,  but  perhaps  working  from  both 
sides  will  help  her 

A.B.,  Rhode  Island 


DiGeorge  Syndrome 

T.A.  and  J.  A.  are  the  parents  of  a 
three-year-old  boy  icho  has  Di George 
syndmme,  a  very  rare  disorder:  They 
have  iiad  difficulty  finding  cun-ent 
information  on  thesyndivme  and 
hoped  to  correspond  with  both  parents 
and  professionals  who  might  be  able 
to  kelp. 

Since  my  original  description  of  this 
rare  disorder,  we  have  learned  that  its 
symptoms  can  range  from  severe  to 
nuld.  Most  children  with  DiGeorge  syn- 
drome have  a  small  deletion  of  chro- 
mosome 22  which  can  be  readily 
identified  by  a  recently  developed  test 

I  would  be  happy  to  talk  with  T.A, 
and  J.A.  and  provide  them  with  further 
information.  They  will  also  be  happy  to 
know  that  there  is  a  support  group  for 
families  affected  by  this  disorder— 
DiGeorge  Syndrome  Families, 
cJo  Natalie  Ward,  27859  Lassen  St., 
Castaic,  CA  91384,  (805)  294-3623. 

Angela  M.  DiGeoige,  M.D. 

Pennsylvania 


At  Devereux... 

a  helping  hand  is  just  a  phone  call  away 

1-800-345-1292 


In  a  nationwide  network,  Devereux 
provides  services  to  individuals  of  all 
ages  who  have  a  wide  range  of 
emotional  disorders  and/or 
developmental  disabilities. 

Devereux  services  include: 

•  residential  treatment  centers 

•  community-based  group  homes 

•  day  treatment  programs 

•  transitional  living 

•  acute  and  partial  hospitalization 

•  foster  care  homes 

•  family  counseling  and  therapy 

•  in-home  services 

•  aftercare  programs 


1^ 


Devereux 
Since  1912 
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Ask  the  Doctor 


by  David  Hirsch,  M.D 

Nutrition  and  growth 


QMy  six-year-old  has  cerebral 
palsy  (spastic  quadriplegia)  and 
epilepsy.  He  is  nonambulatoiy  and  is 
on  Phenobarbital  for  his  seizures.  He 
goes  to  school  and  gets  his  lunch 
there.  We  feed  him  breakfast  and  din- 
ner at  home.  He  eats  table  foods  that 
are  pureed  or  chopped  finely,  and  he 
drinks  some  milk  and  juice.  He  is 
becoming  more  difficult  to  feed. 
Meals  are  a  great  effort,  usually  tak- 
ing more  than  an  hour  to  complete. 
ITiis  is  stressful  for  him  and  for  us. 
He  seems  to  be  developing  an  aver- 
sion to  food.  He  weighs  27  pounds 
and  is  42  inches  long.  Is  there  any- 
thing else  we  can  do  to  help  him 
nutritionally? 

Adequate  nutrition  is  extremely 
L  important  for  any  child  and 
especially  for  those  children  with  dis- 
abilities, who  often  have  special 
nutritional  needs  and  are  at  greater 
risk  for  developing  nutritional  prob- 
lems. Many  children  wi  h  disabUities 
have  physical  and/or  intellectual 
impairments  that  may  aftect  ade- 
quate nutritional  intake.  Tuese 
include,  but  ai"e  not  limited  io  inabil- 
ity to  feed  oneself,  obtain  food  inde- 
pendently or  make  wise  food 
choices;  inability  to  sense  thirst  or 
communicate  the  need  for  fluids; 
decreased  appetite  due  to  constipa- 
tion or  gastroesophageal  reflux 
(severe  "heart-bum")  which  is  com- 
mon in  children  with  cerebral  palsy; 
incoordination  of  swallowing  or 
chewing;  and/or  abnormal  reflexes 
such  as  tongue  thrust  (a  tendeni-y  to 
push  the  tongue  out  when  chewing). 

Medications,  especially  anticonvul- 
sants— such  as  Phenobarbital  and 
niiuiy  others — can  adv^-rsely  interact 
with  or  hinder  the  proper  metabo- 
lism of  essentifil  nutrient.s  such  as  vit- 
amin D.  SubstHjuently,  tiiis  affects  the 
iKxly's  ability  to  utilize  calcium. 
A  child  with  neuroiogii'iU  or  physi- 


cal disabilities  needs  adequate  nutri- 
ents to  optimize  or  maintain  perfor- 
mance and  function.  In  order  for 
such  a  child  to  reach  his  full  poten- 
tial, he  needs  nutrients  adequate  for 
growth  and  development. 

Growth  failure  is  common  in  child- 
ren with  cerebral  palsy.  One  cause  of 
growth  failure  is  undernutrition  due 


to  lack  of  adequate  calories  in  daily 
food  intake  over  a  prolonged  period 
of  time. 

Studies  have  shown  that  children 
with  moderate  to  severe  cerebral 
palsy  and  growth  failure  require  two 
to  twelve  times  as  long  to  eat  a 
pureed  meal  as  their  peers  without 
disabilities.  Mealtimes  can  be 


Ask  the  Doctor  is  a  regular  department  ofExcEpnoNAL  Parent  in  which 
questions  firom  readers  are  answered  by  David  Hirsch,  M.D.,  a  board- 
ceitified  pediatrician  and  member  of  the  Editorial  Advisory  Board  of 
Exceptional  Pasent  magazine.  Dr.  Hirsch  is  a  partner  in  Phoenix  Pedi- 
atrics, Ltd.  in  Pho.  nix,  Arizona.  He  specializes  in  treating  children  unth 
developmental  disabilities  and  chronic  illnesses  and  is  affiliated  with  four 
Phoenix-area  hospitals.  He  is  a  member  of  the  Section  on  Neurology  and 
the  Section  on  Developmental  DisabUities  of  the  American  Academy  qf 
Pediatrics. 

Wteneoer  possible,  Dr.  Hirsch  makes  specific  suggestions.  However, 
since  Dr.  Hirsch  is  responding  to  letters  and  will  not  have  persomaUy 
examiv  Td  the  child  in  question,  parents  need  to  review  his  suggestions 
with  the  child's  regular  physician  and  other  appropriate  professionals. 
When  Dr.  Hirsch  occasionally  mentions  specific  products  or  medications, 
he  is  doing  so  to  illustrate  his  suggestions;  he  is  not  endorsing  any  specific 
prodMcts. 

To  submit  a  question  to  Dr.  Hirsch,  write  or  fax:  Ask  the  Doctor, 
Exceptional  Pasent,  209  Harvard  Street,  Suite  SOS,  Brookline,  MA  021Jt6- 
5005,  Fax:  (61 7)  730-87^. 
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The  choice 
is  easy . . . 

A  Columbia  Toilet  Support 
gives  your  child  independence, 
privacy  and  secure  support 


i 


The  choice  is  easy  - 
when  you  have  a  choice! 
That's  why  we  offer  5 
mouels  to  suit  your 
child's  support  needs. 

•  Easy  mount,  easy  off! 
«  Adjustable  height 
Fits  any  toilet:  school, 
home  or  institutional 


Ask  for  our  FREE  Full  Color  Catalog 
of  Convenient,  Helpful  Products 


It  includes  the  unique 
Columbia  Car  Seat, 
now  crash-tested  for 
children  20  to  102  lbs., 
up  to  5  feet  tall! 

Handsome,  durable  and 
convenient  to  use! 

Contact  us  for  your 
nearest  dealer 


exhausting  for  both  child  and  parent.  Prolonged  eating 
time  may  lead  to  art  aversion  to  food  by  your  child. 

Also  frustrating  for  parents  is  that  the  additional  time 
spent  feeding  a  child  with  a  disability  leaves  less  time  for 
other  types  of  interactions  with  that  child  and  other  fam- 
ily members,  as  well  as  for  household  chores  or  employ- 
ment responsibilities.  Of  course,  the  cMd  may  share  this 
frustration.  The  child  also  may  become  frustrated  when 
he  or  she  is  fed  by  many  different  individuals. 

In  the  case  of  your  son,  it  seems  that  the  first  step 
should  be  an  assessment  of  his  dietaxy  intake  and  the 
changes  which  need  to  be  made.  Your  child  will  need  ade- 
quate calories  and  protein— first,  for  catch-up  growth; 
later,  for  maintenance  of  normal  growth.  Whenever  possi- 
ble, you  can  add  high-calorie,  higl  ; -nutrient-density  foods 


^7W  cause  ofgraioth  failure  is 
undernutrition  due  to  lack  of 
adequate  calories  in  daily  food 
intake  over  a  prolonged  period  of  time. 

to  the  child's  diet— foods  such  as  high-fat  dairy  products 
(milkshakes,  ice  cream,  butter  and  eggs),  canola  oil, 
peanut  butter  and  wheat  germ.  The  temporary  use  of 
these  higli-fat  foods  for  more  r^id  weight  gain  should  not 
cause  any  long-term  detrimenta.l  effects.  More  expo  sive 
over-the-coimter  preparations— such  as  Ensure,  Pedi- 
asure  and  Enrich— have  30  to  60  calories  per  ounce  and 
can  be  used  as  supplements.  A  multivitamin  and  mineral 
supplement,  also  commercially  available,  should  be  added 
to  your  .son's  diet  as  well.  Because  of  his  use  of  anticon- 
vulsants, it  might  be  appropriate  to  c'loose  a  supplement 
that  has  additional  vitamin  D  and  calciiun.  Your  pediatri- 
cian can  tell  you  the  proper  dosages  for  a  child  of  your 
son's  age  and  weight. 

Smaller,  more  frequent  feedings  should  be  aftampted. 
In  addition,  caregivers  should  try  to  make  eating  as  pleas- 
ant an  experience  as  possible.  It  is  especially  important  to 
have  consistency  at  school— ideally,  your  son  should  be 
fed  in  the  same  manner  by  the  same  individual  eveiy  day 

If  a  short-term  trial  of  this  sort  of  modified  diet  does  not 
seem  to  work,  a  period  of  enteral  supplementation — such 
as  continuous,  nighttime  nasogastric-tube  feeding — can 
be  considered.  As  always,  you  should  consult  your  pedia- 
trician for  more  advice  and  optioiis. 

Nutrition  in  the  child  with  developmental  disabilities  is 
a  crucial  issue  that  needs  careful  and  ongoing  monitoring. 
This  monitoring  requires  a  niultidisciplinary  approach  uti- 
lizing input  from  health  care  professionals,  educators  and 
therapists  who  are  familiar  with  your  child.  If  your  son's 
aversion  to  food  makes  it  difficult  to  implement  necessary 
changes  In  his  feeding  program,  a  mental  health  profes- 
sional may  also  be  able  to  provide  useful  assistance. 
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Familiar  Faces 


Fifteen-year-old  Rachel  Oliver  of  South  Hill,  Virginin  cuddle 
a  stuffed  bear  at  bedtitne.  Rachel,  who  has  autism,  is  always 
Uaighirig,  smiling  and  very  happy.  "SSie  is  the  joy  of  our  life," 
says  Rachel's  mother,  Jane. 


Two-year-old  Chantel  Thennes  ofMifflimrUle,  Pennsylvania 
celebrates  a  birthday  with  big  sister  Amanda,  who  is  seven. 
Chantd  hcs  sphta  bifida.  The  giris'  mother,  Debra,  recalls  the 
day  about  a  year  ago  when  Amanda  asked  if  a  friend's  new 
baby  cousin  was  "special  like  ChanZd. "  When  told  that  the 
baby  had  no  special  needs,  Amanda  looked  sadly  at  her 
friend  and  said,  "I'm  sorry  the  baby  is  just  plain. " 


Evan  Siegal,  ofBrwi  Mawr,  Pennsylvania  pnnuUy  dis- 
plays a  ydknv  ribbon  won  at  his  first  horse  show.  Two-year- 
'M,  Evan,  who  has  cerebral  palsy,  loves  his  therapeutic 
horseback-riding  lessons.  Evan  is  pictured  on  his  favorite 
pony,  Bruno,  vdth  riding  instructor  Maire  Guggenheim 
and  great-grandmother  Elizabeth  Hall 


Sherisa  May  Wallace  tries  out  her  new  swim  tube  during  a 
therapy  session  at  home.  She  uses  the  tube  in  her  family's  hot 
tub  and  at  the  local  pool  in  Palmer,  Alaska.  Sherisa  is  almost 
three  years  old  and  has  multiple  dLsabilities. 


Bath  time  is  Joseph  Glen  SetdeVs  favoHte 
time  of  day— he  so  passionatdy  kwes 
waier  that  he  sometimes  can't  wait  to 
get  undressed  before  getting  into  the 
tub.  Two-aru}ra-haif-year-(M  Joey, 
tvho  has  Down  syndrome,  lives  in 
Ellsworth,  Michigan. 


IM^ .—  Hj.  It  -Llun  i  huiil^  liiiwM  iii^ilwt  m  iMi  nl  .^ir  rhlH  inrl'ir  frniy  ^  c^:..,>it>^'i-n\ 

Itto' Reaiers' Plwtos,  £a«)toia/>^,  ^ 

•rate  iheet  o«  oawr,  Vfflte  your  cold's  Ml  name,  age  ?t  the  dme  photo  v«30  taken,  ^ 
h  »»  photo. » you  »ie,  you  can  abo  write  a  ««*  lente  W» 


ERIC 


565 


AUGUST  1094  /EXCEPTIONAL  PARENT  ♦  21 


Skin  Level  Gastroftomy  Feeding  Kit 


Matures . . . 


p.  9'  msignadi  for  improved  cosmetic 
im«ge 


||9  1^  easy  piacement  and 

.)ixc^iiange  ■  . . 

If^^:  Complete  size  range  for  Aduits  and 


pediatric  patients 
No  obturator  needed 


I^Avallabiewith: 
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Friend 


by  Anita  Stohs 


lere's  my  friend?"  asks  three-year-old 
Christopher  as  he  searches  the  house  for 
six-year-old  Miriam,  or  "Mimi"  as  her 
brothers  call  her  Mimi  is  the  second  of 
our  three  children,  eighteen  months  younger  than 
Matthew  and  three  years  older  than  Christopher. 

Christopher  asks  for  Mimi  when  he  wakes,  and  he 
often  falls  asleep  in  her  room  at  bedtime.  "Mimi,  come 
play  with  me!"  is  his  request  during  much  of  the  day 
Christopher  misses  his  sister  terribly  when  she  is  at 
school.  At  the  end  of  the  school  day,  he  watches  ft-om 
the  window  as  she  gets  off  the  bus, 
"Mimi's  here!  Mimi's  here!"  he 
cries  as  she  walks  through  the 
door  The  fact  that  Miriam  was 
bom  with  Down  syndrome  means 
nothing  to  Christopher — Mimi  is 
his  sister  and  in  his  own  words, 
"my  friend." 

Almost  Like  Twins 

Christopher  has  pro\ided  an  inter- 
esting balance  to  the  family;  he  inter- 
acts in  a  positive  way  with  both  his 
older  brother  and  with  Miriam  whose 
mental  age  makes  her  more  like  his 
twin  than  a  sister  three  years  older 
Because  of  Christopher,  Matthew  has  a  companion  in 
the  rough-and-tumble  world  of  little  boys,  and  Miriam 
is  no  longer  tlie  "baby." 

One  of  the  more  surprising  consequences  of  adding 
a  third  child  to  the  family  is  tlie  positive  relationship 
that  has  developed  between  Miriam  and  Christopher  as 
both  reach  a  mental  age  of  three  years.  Tliey  seek  each 
other  out;  tlien,  chattering  away  as  they  play  together, 
they  come  up  with  projects  that  often  have  chaotic 
consequences. 

Tonight  I  found  them  emptying  out  Mimi's  room.  All 
the  toys  that  could  be  dragged,  pushed  or  c-aited  had 
been  moved  out  into  the  hallway  With  Mimi's  toy  table, 
sink,  refrigerator,  cradle,  dolls  and  high  chair,  they  had 
set  up  housekeeping  in  the  hall.  When  I  happened  upon 
this  scene,  the  big  rocking  chair  was  halfway  out  of  the 
door— Mimi  providing  the  muscle  and  Christopher  the 
direction. 

Positive  Benefits  for  Both  Siblings 

Wlien  Christopher  is  not  aroimd,  Miriam  watches  tele- 
vision or  plays  alone,  often  using  different  voices  to  act 
out  events  from  school,  television  or  videos.  A  few 


days  ago  I  heard  her  yelling  outside  and  discovered  she 
was  calling  "I.assie." 

Christopher  helps  Mimi  learn  how  to  interact  with 
others— to  give  and  take,  to  share — skills  that  will  help 
her  later  in  life.  When  Christopher  paints,  so  does 
Miriam;  if  he  builds,  she  builds,  too.  They  do  "gymnas- 
tics" together  and  chase  each  other  around  the  house. 
Miriam's  "running-walk"  has  improved  greatly  as  she 
tries  to  catch  her  speedy  little  brother  It's  hard  for 
Mimi  to  become  a  "couch  potato"  with  Christopher 

aroimd. 

Christopher's  com- 
pany has  also  had  a 
positive  impact  on 
Miriam's  language 
development. 
Christopher  is  very 
verbal  and  con- 
stantly chatters. 
Mimi  talks  back  to 
him,  and  the  two 


carry  on  little  conversations  as  they 
work  together  on  their  self-appointed  tasks  throughout 
the  day. 

The  relationship  is  hardly  one-sided,  however.  While 
boys  tromp  in  and  out  to  play  with  Matthew,  they  are 
too  old  for  Christopher  He  finds  in  Miriam  a  more 
appropriate  playmate.  She  pT.  -d-t  '  dm  with  an  oppor- 
tunity to  leam  how  to  share  and  work  together  with 
another  person.  "Take  tiuns,"  says  Christopher  as  he 
stands  with  his  hands  behind  his  back  by  the  slide, 
waiting  for  his  sister  to  go  down. 

Their  concern  for  each  other  is  touching.  "It's  okay," 
says  Mimi  when  Christopher  falls  down  and  cries.  "Call 
doctor,"  she  goes  on  to  suggest.  If  Mimi  gets  hurt,  it  is 
Cluistopher  who  comes  in  to  say,  "Miriam's  crying;  she 
wants  Monmiy." 
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The  Gap  Widens 

As  Christopher  gradually  passes  Miriam  intellectually,  I 
see  him  beginning  to  help  her  with  difficult  activities 
like  puzzles.  In  doing  so,  he  is  taking  the  first  steps 
toward  becoming  a  caring,  compassionate  person. 
Christopher's  first  pediatrician,  himself  the  younger 
brother  of  a  child  with  a  disability,  is  a  good  example 
of  the  positive  way  that  a  younger  sibling  can  develop 
in  a  family  situation  like  ours. 

For  me,  there  is  also  a  sense  of  sadness  in  seeing 
Christopher  advance,  doing  so  easily  what  Mimi  strug- 
gles to  accomplish.  At  three,  he  has  already  passed  her, 
and  the  gap  will  only  widen.  A  parent  who  is  watching 
a  normal  child  develop  can  have  no  illusions  about  the 
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reality  of  the  sibling's  disability;  Cluistopher's  develop- 
ment highlights  what  Mimi  is  unable  to  do. 

Challenges  and  Blessings 

Caring  for  two  children,  both  operating  on  a  preschool 
level,  requires  incredible  energy.  After  having  two 
"two-year-olds"  for  the  past  year,  we  now  have  two 
"three-year-olds" — better,  but  still  a  combination  that 
demands  constant  watching.  Sometimes  their  "big 
ideas"  get  out  of  hand;  two  "preschoolers"  can  wreck  a 
room  in  minutes.  And  just  try  catching  two  kids  zoom- 
ing off  on  big  wheels  in  opposite  directions — a  definite 
logistical  problem  to  say  the  least! 

I  know  that  the  time  will  come  when  Christopher 
will  need  to  play  with  other  little  boys  and  develop 
friendships  and  interests  outside  the  home.  I  hope  that 
Miriam  will  grow  as 
he  does.  Perhaps  the 
skills  that  she  has 
learned  from  her 
interactions  with 
Christopher  will 
make  her  better  able 
to  play  with  children 
she  meets  at  school 
or  in  the  neighbor- 
hood. 

Christopher  has 
proved  to  be  a  good 
namesake  of  the 
Saint  Christopher  of 
legend.  In  his  own 
way,  he  "carries" 
Mimi,  as  he  helps  her 
to  grow  both  .socially 
and  intellectually, 
Minii  is  lus  best  plaj  i  '>aie,  ;uid  he  is  hers.  Would  that 
everyone  else  could  see  the  person,  not  the  disability, 
as  Christopher  does  with  Mimi,  his  "friend." 

Postscript 

It  is  now  th'-ee  years  since  the  evening  when  I  wrote 
the  first  part  of  this  article.  Miriam  is  now  nine  years 
old;  Christopher  is  six.  In  many  ways,  whcit  1  had 
anticipated  has  happened.  Christopher  has  moved  on 
to  a  neighborhood  gang  of  little  boys  who  chase  each 
other  around  the  yard  and  stampede  through  the 
iiouse.  Tiioy  generally  avoid  Mimi — not  because  she 
has  a  disability,  but  because  she  is  a  little  girl.  When 
his  buddies  go  home  for  the  day,  Christopher  plays 
with  his  sister. 

Duriuf?  the  last  three  ye;irs,  ixrth  Christopher  iuid 
Mimi  hav(>  giown  .socijiliy.  In  testing  this  year,  Mimi's 
iiif^hest  score  was  in  tiie  area  of  .social  development.  As 
Christopher  also  interacts  easily  with  other  children,  I 
wonder  if  his  abilities  in  this  domain  su-e  a  direct  result 
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of  his  early  experiences  in  learning  to  work  and  play 
with  Mimi,  his  first  friend. 

At  the  end  of  this  year,  with  Christopher  in  kinder- 
garten and  Miriam  testing  at  the  five-year-old  level  aca- 
demically, both  children  are  learning  to  read.  The  two 
are  still  "twins,"  and  the  result  has  been  a  certain 
amount  of  rivalry.  If  one  child  tries  to  read  fliashcards 
from  school,  the  other  has  to  read  them,  too.  When  one 
sits  at  the  table  to  write  numbers,  the  other  one  joins 
in.  As  one  sibling  learned  to  swim,  so  did  the  other 
Whatever  one  learns  to  do,  the  other  child  has  to  try. 

In  terms  of  sibling  relationships,  it  is  interesting  that 
now,  as  the  children  grow  older,  Matthew,  now  11,  is 
the  sibling  who  interacts  best  with  Miriam.  He  provides 
a  more  age-appropriate  role  model  than  does  Christo- 
pher Because  he  is  more  intellectually  mature,  he  also 
exhibits  a  greater  ability  to  see  things  fixjm  Miriam's 
point  of  view.  Matthew's  friends  also  have  become  pro- 
tective of  Miriam,  reminding  their  younger  brothers 
and  sisters  not  only  to  be  nice  to  her,  but  also  to 
behave  well  so  she  doesn't  unitate  bad  habits. 

It  is  hard  to  predict  the  long-term  effects  that  a  child 
with  a  disability  has  on  her  siblings;  it  is  equally  hard  to 
analyze  the  influence  that  siblings  have  on  the  child 
with  a  disability.  In  our  case,  one  positive  result  has 
been  a  heightened  sense  of  competition  that  pushes 
both  Christopher  and  Miiiam  to  work  harder  to 
achieve  basic  skiUs.  Social  skills  have  also  been 
enhanced  for  all  of  the  children— througli  interactions 
with  Christopher  and  Mattliew,  Mimi  has  learned  many 
of  the  skills  required  to  get  along  with  others;  her 
brotliers  have  developed  sensitivity  toward  their  peers 
and  people  in  the  community. 

Anita  Reitk  Slohs  lives  in  Shaumce,  Kansas  with  her 
husband,  Eugene,  and  tiieir  (hive  childmi.  She  has 
ivrittcn  a  variety  of  crqft  and  activity  books,  mainly 
in  the  area  ofMigious  education.  Slie  has  also  writ- 
ten several  atiicles  about  disabiUty. 
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The 
Day  Hospital 


The  Day  Hospital  at  children's  Specialized  is  an 
innovative,  cost-effective  option  for  children  and 
adolescents  who  require  intense  rehabilitation. 
The  program  allows  the  child  to  be  cared  for  at 
home,  ovemight,  while  offering  the  following 
daytime  services: 
.  Personalized  nursing/therapeutic  program 

•  Close  medical  supervision 

•  Interdisciplinary  team  care 

•  Up  to  10  hours  of  care  (8  a.m.  to  6  p.m.) 
per  day,  Monday  through  Friday 

•  Minimum  three  hours  of  therapy  per  day 

•  Education 

•  Transportation 

For  further  informatio.i  about  the  CSH  Day 
Hospital  contact  the  a,M  pre-Admissions 
Coordinator  (908)  233-3720/Ext  361. 
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Toms  Kivei.N)  08755 
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HOSPITAL 

150  New  Providence  Road 
Mountainside,  N)  07092 

(908)  233-3720 


csH-out»«ti«flt  cmMr 

330  South  Avenue 
Fanwood  N)  07023 
(908)  233-3720 
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The  Parent  and  Professional 

Paving  the  road  to  parent-professional  understanding 


Although  early  intervention  policies  strongly 
suggest  working  partnerships  between  par- 
ents and  professionals,  parents  sometimes 
perceive  busy  physicians  as  insensitive  or 
condescending.  While  many  parents  feel  enormous 
gratitude  to  health  care  professionals,  others  have  sto- 
ries to  share  about  health  care  providers  who  consid- 
ered their  parental  insights  as  anxiety-ridden 
exaggerations,  gave  them  faulty  information  or  dwelled 
so  much  on  the  impossible  that  they  forgot  about  the 
possible. 

Parents  who  met  through  the  Caring  Connection,  a 
parent  support  group  in  South  Carolina,  had  these 
kinds  of  stories  to  tell  each  other  They  wanted  to 
share  these  stories  with  physicians  to  help  them 
become  better  able  to  provide  ^propriate  health  care 
to  children  with  disabilities  and  their  families.  They 
wanted  doctors  to  learn  something  about  the  daily  joys 
and  difficulties  of  raising  a  child  vdth  a  disability. 
Physicians  may  not  be  taught  family-centered  care  in 
medical  school;  instead,  they  are  often  taught  to  "take 
charge" — an  attitude  that  can  hinder  collaboration 
between  parent  and  professional. 

Getting  Started 

Georgia  Murphy,  coordinator  of  the  Caring  Connection, 
understood  the  parents'  collective  wish  to  improve  the 


physician-parent  relationship.  Along  with  consulting 
clinical  pediatric  psychologists  Timothy  Daugherty, 
Ph.D.,  and  Conway  Saylor,  Ph.D.,  Murphy  contacted 
faculty  at  the  Medical  University  of  South  Carolina 
(MUSC),  and  made  arrangements  to 
have  parents  speak  at  noon 
conferences  which  are 
routinely  scheduled  to 
enhance  the  educa- 
tion oi  pediatrics 
residents.  Resi- 
dents responded 
so  favorably  to  the 
first  of  these  pre- 
sentations that 
additional  invita- 
tions followed — 
from  both  MUSC 
and  local  colleges. 


"7b  promote  understanding 
and  cooperation  among 
physicians,  parents  ofdevehp- 
mentaUy  disabled  chUdren  and 
those  with  chronic  health  needs, 
along  with  the  agencies  and 
health  care  professionals 
who  serve  them." 
— PAPA  mission 
statement 
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To  make  their  message 
more  portable  and  available, 
the  Caring  Connection  contracted 
with  a  professional  production  crew  to  create  a  video- 
tape. Volunteers  interviewed  neai-ly  40  parents,  grand- 
parents, adult  siblings  and  friends  of  cluldren  with 
disabilities.  Their  heart-felt  remarks  becan^e  a  half-hour 
video  program  entitled  Coping:  Thmugh  the  Eyes  of 
Special  Families. 

Getting  Funded 

With  these  preliminary  experiences, 
the  Caring  Connection  parents  and 
staff  were  well-prepared  when  the 
state  Developmental  Disabilities 
Council  annoimced  an  intention  to 
fund  programs  that  trained  medical 
professionals,  and  invited  groups  to 
submit  proposals.  Consulting  pedi- 
atric psychologists  Saylor  and  Daugh- 
erty, both  Citadel  professors  with 
University  resources  and  consider- 
able grant-writing  experience,  agreed 

PAPA  pi-esentations  make  libeml  use  of 
photographs  and  mdeos  of  children 
with  their f amities,  leaehers  and 
friends.  Such  images  give  audiences 
a  sense  of  the  rhytltms  of  everyday  t{fe 
in  these  families.  In  this  photo,  Ale.ran- 
der  Bethke  holds  down  his  eiid  of  a  con- 
versation ivith  Ka>rn  Salter 
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Home  fir)m  the  hospital:  Dr.  Edwaiil  WUson  reads  to  Ms  son 
Leland.  It  is  3:00  a.m.—LOand'sfbst  night  homefivm  the  hospi- 
tal after  surgery— and  his  pain  keeps  tfw  whole  family  awake. 
Leland  has  cerebral  palsy.  

to  apply  for  the  grant  on  behalf  of  the  Caring  Connec- 
tion. The  grant  was  awarded  and  the  Parent  and  Profes- 
sional Alliance  (PAPA)  was  bom.  PAPA  hired  Christy 
Bethke  to  serve  as  project  coordinator,  and  formed  a 
steering  committee  that  included  health  care  profes- 
sionals and  parents  of  children  with  special  needs. 

The  parents  and  professionals  of  PAPA,  now  in  their 
third  year,  are  more  active  and  involved  than  ever.  Last 
year,  more  than  400  health  care  professionals  and 
traiiiees  attended  PAPA  panel  presentations,  viewed 
PAPA  videotapes  and  used  PAPA-provided  educational 
materials.  Audiences  for  PAPA  presentations  ranged 
from  a  dozen  medical  students  to  more  than  100 
trainees  in  health  care  specialties  such  as  pediatrics, 
psychiatry,  psychology,  ophthalmology,  pharmacy  and 
dentistry.  Private  practitioners  and  faculty  also 
attended  PAPA  presentations  that  were  given  as  part  of 
continuing  education  forums. 

Preparing  a  Presentation 

PAPA  arranges  parent  presentations  for  many  different 
audiences— MUSC  students,  practicing  physicians  and 
other  professionals.  To  plan  a  presentation  at  MUSC, 
for  example,  Bethke  contacts  the  "training  director"  of 
a  department— such  as  pediatiics  or  ophthalmology— 
and  proposes  a  specific  presentation.  Each  depart- 
ment's trauung  director,  appointed  by  the  department 
chairperson,  is  responsible  for  scheduling  speakers  for 
special  classes,  seminars  and  lectures.  In  addition  to 
scheduling  PAPA  events  within  their  departments. 


training  directors. help  panelists  gear  their  presen- 
tations to  the  training  level  and  special  interests 
of  each  audience. 

Once  a  presentation  is  scheduled,  PAPA  assem- 
bles a  group  of  two  to  six  parent  panelists,  mak- 
ing a  special  effort  to  ensure  that  the  panel 
reflects  the  diversity  of  age,  disability  and  ethnic- 
ity in  the  community.  Whenever  possible,  PAPA 
chooses  parents  who  have  experiences  that  are 
especially  relevant  to  the  trainees'  discipline. 

All  parent  volunteers  undergo  a  training  session 
before  tlieir  scheduled  presentations.  At  the  train- 
ing session,  the  PAPA  coordinator  educates  the 
parent  volunteers  about  the  levels  of  physician 
training  (student,  intern,  resident,  practicing 
physician)  and  gives  tliem  information  about  the 
level  and  probable  needs  of  their  audience. 

The  training  session  is  also  an  opportunity  to 
expose  the  parents  to  the  physician's  point  of 
~    'iew.  Dr.  Edward  Wilson,  MUSC  faculty  member 
in  ophthalmology  and  father  of  a  child  with  special 
needs,  has  explained  to  parents  that  physicians  face 
disability,  suffering  and  death  on  a  daily  basis.  Doctors, 
like  parents,  find  different  ways  to  cope.  Some  culti- 
vate an  objective  distance  that  comes  across  as  clinical 
and  cold,  some  try  to  speak  only  briefly  to  the  parents, 
and  others  are  unsure  about  what  to  say 

During  training  sessions  and  presentations,  PAPA 
arranges  child  care  for  panel  participants.  In  the  past, 
MUSC  occupational  therapy  trainees  and  cadets  from 
The  Citadel  have  volunteered  as  child  care  workers.  It 
is  a  system  that  benefits  the  volunteers  as  well— in 
addition  to  supplying  a  needed  service,  many  of  these 
trainees  plan  to  work  with  children  who  have  disabili- 
ties and  benefit  from  their  interactions  with  such  child- 
ren in  the  child-care  setting. 

The  Presentation 

PAPA  presentations  last  fi-om  one  to  two  hours.  The 
panels  often  include  one  doctoral-level  professional 
who  gives  a  fonnal  presentation  about  relevant  public 
policy  and  psychosocial  research,  and  several  par- 
ent=^some  live,  others  on  videotape— who  offer  their 
stories  and  lessons  to  the  audience. 

Pai-ert  panelists  describe  their  child's  diagnosis  and 
condition,  and  talk  about  good  experiences  with  physi- 
cians as  well  as  the  unpleasant  ones.  Diuing  the  talk, 
the  pai-ent  shows  pictui-es  of  h:  t  or  her  child  to  the 
audience.  As  they  speak,  presenters  may  also  play 
backgroimd  video  footage  of  their  children  at  home. 
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J.J.  Hastings  enjoys  a  day  in  the  park  with  his  mon,  Sissy. 

These  images  give  audiences  a  flavor  of  everyday  life  in 
a  family  where  one  member  has  special  needs. 

At  the  beginning  of  each  presentation,  PAPA  volun- 
teers distribute  handouts  for  future  reference.  These 
haridouts  may  offer  information  about  disabilities,  leg- 
islation and  resources;  they  may  also  include  poetry  or 
prose  that  illustrates  the  parental  perspective. 
A  list  of  local  parent  support  and  resource 
groups  are  handed  out  at  every  presentation. 
PAPA  believes  that  doctors,  from  the  very 
beginning,  should  refer  parents  to  local  parent 
organizations  for  emotional  support  and  prac- 
tical information.  Some  questions  can  only  be 
answered  by  another  parent. 

A  question  and  answer  period  takes  place 
after  all  the  panelists  have  spoken.  Many 
times,  audience  questions  lead  lo  further  dis- 
cussion of  important  issues. 


''Noriiing  But  Praise" 

In  the  last  two  years,  PAPA  has  received  positive  feed- 
back from  paient.s,  trainees  and  professionals  alike. 
Tliey  have  won  the  gratitude  of  parents  and  the  respect 
of  professionals.  Parent  Beverly  McCtuly  of  C^harleston 
writes,  "It  is  rewarding  for  me  to  know  that  attitudes 
ai  e  being  shaped  and  changed  as  a  direct  result  of  the 
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presentations  made  by  the  PAPA  parents."  Dr  Edward 
Wilson  says,  "I  have  heard  nothing  but  praise  from 
trainees  in  the  pediatrics,  physical  therapy  and  oph- 
thalmology [departments].  The  use  of  parent  panels 
and  videotape  has  stimulated  much  discussion  and 
deeper  understanding."  Clearly,  the  efforts  of  these  par- 
ents are  making  an  impact  in  the  medical  commuruty. 

Worth  a  Thousand  Words 

PAPA  has  used  video  in  creative,  effective  ways.  The 
videotaped  segments  of  each  presentation  allow  med- 
ical students  and  physicians  to  see  important  facets  of 
daily  life  in  families  with  children  who  have  disabili- 
ties. Video  enables  parents  to  share  their  stories  even  if 
they  are  unable  to  attend  a  presentation.  PAPA  also 
records  each  presentation  and  adds  the  tape  to  their 
video  library.  In-state  parents  and  professionals  who 
were  unable  to  attend  the  presentation  can  borrow  it 
to  view  later  or  make  a  copy  for  their  own  records. 
(Others  may  purchase  videos  from  The  Citadel, 
Department  of  Psychology,  171  Moultrie  Street, 
Charleston,  SC  29409,  $29.95  each.  Ask  for  a  list  of 
available  tapes  by  calling  PAPA  at  803/953-6351.) 

Now,  PAPA  is  using  video  to  spread  the  word  about 
its  program.  A  recently-completed  video.  Parent  and 
Professional  Alliance:  How  to  Get  Started,  explains 
PAPA'S  mission  and  histoiy.  It  shows  scenes  from  par- 
ent training  sessions,  parent  and  professional  panels 
and  the  videotapes  used  in  presentations. 

Parents,  agencies  or  training  programs  can  use  the 
video  to  learn  more  about  this  type  of  parent-profes- 
sional collaboration.  As  parent  Nancy  Bryant  tells  doc- 
tors in  the  video,  "Parents  [can  be]  very  helpful  to  you 
if  you  will  ask  them.  Parents  will  spend  countless 
hours  in  the  library  looking  up  articles  published  con- 
cerning their  child's  birth  defect. . .  they  have  a  great 

networking  capability.  They're 
willing  to  share  it  with  you  if 
you're  walling  to  ask."  (The 
video  is  available  from  The 
Citadel,  Department  of  Psy- 
chology, 171  Moultrie  Street, 
Charleston,  SC  29409,  $29.95. 
A  manual  to  a<.sist  groups  in 
implementirg  this  kind  of  pro- 
gram is  due  out  in  the  summer 
of  1995.) 
Parents  interested  in  imple- 
menting a  program  like  PAPA  need  to  know  about  the 
resources  that  are  available  in  thei-  community.  Local 
parent  support  groups  already  have  extensive  net- 
work capabilities.  They  serve  the  needs  of  parents;  if 
many  parents  aiticulate  the  need  to  personally  pro- 
mote family-centered  care  to  the  medical  community, 
that  local  group  may  have  the  interest  and  the 
resources  to  help.  Estiiblished  parent  support  groups 
may  already  have  professional  contacts  within  the 


Michelle  Annibale  ettjoys  some 
lio7sepUty  with  teenage  friend, 
Prances  Ott. 
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community.  This  can  help  parents  gain  access  to  the 
medical  education  system.  The  foUowing  tips  may 
help  as  well: 

•  Any  concerned  parent  can  become  involved— many 
roles  are  possible.  A  parent  can  participate  in  panel 
discussions,  arrange  schedules,  train  volunteers  or 
offer  to  allow  home  visits  by  medical  students. 

•  Participating  on  a  panel  can  bring  up  uneasy  emo- 
tions about  one's  experiences.  A  support  system 
should  be  made  available  to  panelists. 

•  Money  is  not  essential  to  pursue  this  project,  but  con 
siderable  time  and  commitment  are  vital.  Funding 
helps,  however,  by  allowing  a  paid 
coordinator  to  arrange  training  ses- 
sions and  presentations. 

•  Members  of  groups  interested  in 
seeking  funding  can  take  a  course 
in  grant-writing  or  ask  local  colleges 
or  universities  for  assistance. 

•  Be  persistent  when  making  pro- 
posals for  presentations  to  medical 
training  programs.  Tell  training 
directors  about  PAPA  and  note  that 
a  number  of  similar  programs  have 
emerged  in  recent  years. 

•  Use  video,  as  PAPA  does,  to  cap- 
ture the  lives  of  families  in  their 
home.  Bethke  advises,  "Tape  child- 
ren at  play  with  siblings,  interacting 
with  friends  and  professionals,  and 
interview  parents  where  they  feel 
most  comfortable.  Today's  video 
cameras  are  easy  to  use  and  often 
can  be  rented  if  not  owned.  If  no 
special  editing  facilities  are  avail- 
able, just  hook  up  two  VCRs  and 
make  your  own  edited  copies." 
•  After  parents  and  professionals 
make  presentations,  audience  evalu- 
ation forms  shr  old  be  distributed— 
a  sample  evaluation  form  is 
available  from  PAPA.  Evaluations 
give  valuable  feedback  on  those 
aspects  of  the  presentation  that 
were  most  effective  as  well  as  those 
that  need  more  work. 


•  Children  can  also  be  involved  if  they  are  willing  and 
eager  to  participate. 

Any  parent  can  do  it. 

Beverly  McCarty,  the  mother  of  three  cMdren,  includ- 
ing twin  sons  who  have  autism,  says  "Any  parent  can 
do  it.  You  need  not  be  an  experienced  speaker  Your 
life's  experiences  qualify  you.  If  you've  ever  sat  across 
the  room  from,  or  at  a  table  with,  a  dozen  experts  dur- 
ing an  lEP  meeting,  then  by  comparison,  speaking  your 
heart  out  to  a  group  of  professionals  won't  seem  too 
hard."— FY. 


Fmulies,  Physicm  s,  and  Children  Wmi 
Specm  Health  Needs  CouMiomms 
Medicm.  Edvcatios  Models,  a  book  edited 
by  Rosalyn  Darling  and  Margo  Peter, 
offers  a  variety  of  medical  education 
approaches  to  facilitate  comnmnication 
betiveen  the  families  of  children  ivith 
special  health  needs  and  health  can- 
professionals.  This  book  will  be  amil- 
able  in  September  from  ExrEimsAi.  P.w 
est  Limm;  (800)  535-1910. 


"I  forgot 
myluncnbox." 


1  forgot 
my  raincoat" 


my  medicine. " 


Kids.  Sometimes  it  seems  like  they  go  off  to  sctiool  and  leave 
their  memories  at  tiome.  Of  course,  lunchboxes  and  books  are 
easy  to  replace.  But  missed  medication  can  lead  straight  to  an 

emergency  That's  why  we  developed  The  Reminder,  a 
self-contained,  dedicated  computer/printer  that  gives  school 
office  personnel  an  audible  alarm  and  printed  reminder  and 
record  each  and  every  time  a  child  is  scheduled  for  medication  or 

treatment.  So  kids  can  go  back  to  remembering  their 
multiplication  tables.  If  you  would  like  more  information  on  this 
easy-to-use  treatment  management  system,  call  us  toll-free  at 
1-800-553-8167  We  'II  send  a  package  to  share  with  schools, 
physicians  and  other  concerned  parents. 


eminder 


TREATMENl  MANAGEMENT  SMM 

Fishbume  International  •  P.O.  Box  706.  Astieville.  NC 28704 
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A  Bit  of  Teenage  Sawy 

Adolescents  with  disabilities  advise  health  care  providers. 

by  Peggy  Mann  Rinehart 


fjlhe  Division  of  General.  Pediatrics  and  Adolescent 
J.  Health  at  the  University  of  Minnesota,  home  of 
the  National  Center  for  Youth  with  Disabilities 
(NCYD)  and  the  Center  for  Children  with  Chronic  III- 


mittee  for  my  school  district," 
recounts  15-year-old  Molly  Gal- 
loway, who  starts  her  junior  year  at 
White  Bear  High  school  in  the  fall. 


ness  a7id  Disability,  combines  clini 
cat  and  community-based  fellow- 
ship timning  with  policy  research 
in  general  pediatrics,  adolescetit 
medicine,  ambulatory  pediatrics, 
behavioral  and  developmental  pedi- 
atrics and  developmental  disabili- 
ties.The Division  is  interested  in 
strategies  to  pwrnote  quality  health 
care  for  childi-en  and  adolescents. 
They  are  also  interested  in  tlie  cre- 
ation of  programs  to  foster- collabo- 
ration among  the  University,  com- 
munity agencies  that  work  with 
under-served  minorities  and  child- 
ren, and  youth  with  disabilities  and 
their  families. 

Among  the  Division's  innovations 
has  been  the  design  and  creation  of 
a  developmental  disabilities  rvta- 
tion  for  pediatric  rv.siderits  in  which 
parents  and  community  prvviders 
serve  as  teachers.  Tliey  also  arv  con- 
ducting a  longitudinal  study  of 
r-esilience  in  families  of  children 
with  chrvnic  conditions.  And  last 
fall,  they  went  into  the  community 
looking  for  young  people  wlio  might 
be  interested  in  serving  on  a  "youth 
board" designed  to  prvvide  advice  to 
the  Division  and  its  prvjects.  Here's 
an  update. 

No  one  was  really  sure  what  the 
"youth  board"  would  do.  Not  Di\ision 
head  Robert  Blum,  M.D.,  Ph.D.;  not 
Fjroject  directors  Judith  Kalui  and  Bill 
Malcolm.  Not  the  teenagers  who 
responded  to  ads  luid  se;u-cli  lettei-s 
sent  to  their  schools.  "We  only  knew 
it  w;us  agood  ide;i,"  Malcolm 
explains.  "If  your  mission  is  to  pro- 
mote child  and  adoleact'iit  heiUth  luid 


to  be  a  part  of  the  communities  that 
serve  adolescents,  it  is  a  good  idea  to 
consult  teenagers." 

Kahn  and  Malcolm  spent  most  of 
September  and  October  recruiting, 
reviewing  8^>plications  and  conduct- 
ing interviews.  By  November,  nine 
young  people  between  the  ages  of  15 
and  19,  vrith  visible  and  invisible  dis- 
abilities, had  become  charter  mem- 
bers of  the  Youth  Advisory  Board. 
"We're  very  diverse  with  respect  to 
gender,  race,  ethnic  identity,  ability 
and  geographical  background,"  Mal- 
colm says. 

"When  I  first  began,  I  didnt  know 
what  to  expect,"  coiifesses  Shannon 
McBride,  a  recent  graduate  of  Cretin- 
Durham  Hall  High  School.  "But  1  was 
interested  in  building  leadersliip  skills 
and  going  out  into  the  commimity." 

Christine  Pui,  now  a  senior  at 
Wayzata  High  School,  already  knows 
she's  interested  in  medicine.  This 
summer,  she's  working  in  a  research 
lab.  "1  found  out  about  the  youth 
board  at  school,"  she  says. 

Teenage  Sawy  ar^d 
Unique  Experiences 

Each  member  brings  a  bit  of  teenage 
sawy  and  uiuque  experiences  to  the 
boaid.  Dan  Thompson,  a  senior  at  St. 
Paul  Centra]  High  School,  is  an  ath- 
lete. He  was  a  member  of  the  Junior 
Umberwolves,  the  1993  national 
junior  wheelchiiir  champions.  John 
Undenvood,  Jr.,  graduated  from 
Anoka  High  School  and  is  actively 
involved  in  community  theater 

"I  wiis  on  the  Prevention  and  Risk 
Reduction  Curriculum  Re\iew  Coni- 


Project  director  Bill  Malcolm  leads 
a  meeting  oftlie  Youth  Advisor-y 
Board  in  the  librar-y  of  the  Division 
of  General  Pediatrics  and  Adoles- 
cent Health  at  the  University  of 
Minnesota. 

"We  spent  a  lot  of  time  talking  about 
sexually  transmitted  diseases  and 
pregnancy  within  the  schools." 
Molly  is  interested  in  politics  and 
has  firsthand  knowledge  of  how 
hard  it  can  be  to  create  change. 
"There  are  so  many  restrictions," 
she  explains.  "[When  speaking  in 
schools],  you  can't  show  different 
kinds  of  birth  control  or  anything 
like  that." 

Defining  the  Board's  Role 

In  May,  the  youth  board  attended  a 
workshop  to  improve  their  indi\idutxl 
leadership  skills  and  help  them 
define  the  bo;\rd's  role  within  the 
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'CHRYSLER  MADE  BT 


EASnr  FOR  US  TO  GET  INTO 

A  NEW  VEH 

ICL 

E. 

AMP  THEN  BACK  OUT  AOAIN. 


if 


At  Chrysler  Corporation,  we  receive  a  lot  of  letters 
from  satisfied  customers.  While  we  appreciate  all 
of  them,  none  are  more  important  to  us  than  the 
ones  from  people  who  are  facing,  or  whose  loved 
ones  are  facing,  physical  challenges  every  day  — 
Includiirg  the  challenge  of  remaining  mobile  in  an 
automotive  world. 

After  all,  we  were  the  first  automotive  company 
to  establish  an  assistance  program  for  the  phys- 
ically challenged  —  years  before  most  of  the 
others.  And  since  then.  Chrysler's  Physically 
Challenged  Assistance  Program  (P-CAP)  has 
helped  thousands  of  people  —  drivers  and 
passengers  alike-  achieve  a  lifestyle  of 
independence  and  freedom  that  may  not 
have  been  possible  otherwise. 


And  now  the  program  offers  you  more  than  ever 
befofB.  Higher  i  ash  reimbursements  —  up  to  $1 ,500 
for  adaptive  driv^  q  or  passenger  aids  installed  on  new 
Ram  \^ns  and  Wagons;  up  to  $750  on  all  other  new 
Chrysler  Corporation  cars,  trucks  and  minivans.  Com- 
plimentary three-year  Cross  Country  Motor  Club 
membership.  A  friendly,  knowledgeable  P-CAP  Re- 
source Center  to  help  answer  all  your  questions.  And 
complete  Chrysler  Credit  financing  to  qualified  buyers. 

All  topped  by  more  experience  assisting 
the  physically  challenged  than  any  other 
automotive  company.  So  call  us,  or  contact 
your  local  Chrysler  Corporation  dealer,  for 
more  information.  We'd  like  to  make  it  easy  for 
you  and  your  family  to  get  Into  —  and  out  of — 
a  new  Chrysler  Corporation  vehicle. 


.  <5 
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For  mora  informauon  on  the  Physically  Challenged  Assistance  Program,  call  us  at  1-800-256-0877. 
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Division,  but  it  was  not  as  useful  as 
they  had  hoped.  "It  was  geared 
toward  student  boards  that  were  just 
starting  out,"  Molly  explains.  They 
kind  of  said,  'So  you've  toyed  with 
the  idea...  well  here  are  some  rea- 
sons why  you  should  do  it.""  This 
board  had  already  formed  and  was 
looking  for  ways  to  become  involved 
with  a  wide  range  of  projects. 

During  the  1993-94  school  year,  the 
board  has  developed  stories  for  Divi- 


sion newsletters  as  well  as  national 
publications,  including  an  issue  of 
NCYD's  Youth  Connections  that  was 
published  in  Exceptional  Parent 
(July  1994). 

The  board  has  learned  about  and 
provided  feedback  on  several  Di\i- 
sion  research  projects  designed  to 
improve  services  for  youth  with  dis- 
abilities, youth  with  HIV/AIDS  and 
youth  dealing  with  substance  abuse 
issues.  The  board  also  has  evaluated 
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University  and  community  programs 
and  conferences. 

Delving  into  Health  Care 
Reform 

Beyond  these  tj^jical  board  func- 
tions, the  youth  board  wanted  to 
make  a  bigger  contribution.  During  a 
discussion  of  their  own  experiences, 
several  members  recounted  some  of 
the  health  care  experiences  common 
to  many  adolescents  witli  disabilities 
and  their  families: 

"1  like  going  to  a  specialist  better 
than  going  to  regular  doctors 
because  1  feel  like  they  know  a  lot 
about  my  problems." 

"We  changed  insuranc  e  a  couple  of 
years  ago,  and  now  1  have  a  real  nice 
lady  [doctor],  but...  1  never  really 
expect  very  much." 

"I  don't  really  have  a  doctor.  I  ni 
Of  i  vveen  doctors.  They  kicked  me 
out  of  pediatrics,  and  I  haven't  found 
an  adult  doctor  yet." 

Anned  with  luiibition  and  exjjeri- 
ence,  the  board  has  decided  to  write 
a  position  paper  for  the  Surgeon  (Jen- 
eral's  Cmiffvence  on  Adolescent 
Health. 

"lliis  country  is  working  lo  dra- 
matically chajige  its  health  cai-e  sys- 
tem," Malcolm  s^iys.  "We  feel  that  a 
youth  poi-spectl\  «•  needs  to  t)c 
included  in  order  for  till  .sectoi-s  of 
the  i<opulatioh  to  honefit  from  the.se 
changes.  Health  caie  refomi  nuist  ho 
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Board  members  Christine  Put  and  Shannon  McBride 
discuss  the  group's  position  paper  for  the  Surgeon 
General's  Conference  on  Adolescent  Health. 


responsive  to  the  needs  of  youth  in  terms  of  the  health 
care  system,  critical  health  services  and  education.  Our 
main  intention  is  to  analyze  these  issues  and  provide  rec- 
ommendations which  would  make  health  care  more 
responsive  to  our  needs." 

Risk  and  Insight 

Teenagers  like  those  sitting  on  the  board  live  with  the 
kinds  of  "risk  behaviors"  we  read  about  in  the  newspa- 
pers. Their  friends  and  acquaintances  have  babies  in  their 
teens,  experiment  with  alcohol  and  other  controlled  sub- 
stances and  become  addicted  to  gambling.  They  know 
kids  who  have  experienced  depression,  used  tobacco  or 
found  themselves  in  violent  situations.  "These  health  risks 
affect  youth  with  disabilities  to  the  same  extent  that  they 
affect  other  youth,"  Malcolm  explains. 

But  these  youth  board  members  also  have  insight.  One 
of  their  recommendations  has  been  to  have  teenagers 
take  the  lead  in  designing  a  relevant  innovative  health  cur- 
riculum for  high  schools. 

Looks  like  they've  discovered  next  year's  project. 

Peggy  \fann  Rinehart  is  director  of  communications 
and  dissetninationfor  the  National  Center  for  Youth 
With  Disabilities  and  director  of  dissemination  for  the 
Center  for  Children  With  Chronic  Illness  and  Disabili- 
ties. As  the  parent  of  three  children,  two  of  whom  are 
deqfand  have  other  chmnic  conditions,  Peggy  has  devel- 
oped a  keen  interest  and  expertise  in  the  areas  of  health, 
chmnic  illness  and  disability,  social  service  systems, 
special  education,  deaf  culture  and  medical/technical 
uniting. 

Peggy  is  active  in  various  disability  movements  and 
serves  on  many  state  and  national  boards  and  commit- 
tees including  ExcEmohM  Pmient's  Editorial  Advisoiy 
Board  and  tlie  advisory  roundl  to  tlie  Minnesota  State 
Academies  for  the  DeaJ  ami  Blind.  She  also  chairs  the 
consumer  subcommittee  of  the  Great  Lakes  Regional 
Genetics  Group. 


How  Do  You  AnswN*  Ybap  Teleplione 
If  Ybu  Have  Difficulties?? 


This  Voice-Activated  Phone 
is  Your  Total 
Telephone 
Solution 


Answer  by  your  own  voice 
Totally  han  As-free 
Speak  from  a  distance 
Automatically  hang  up 


Qear  speaker  phone 
Dial  out  by  using  the  sip 
and  puff 

No  special  installation 


OnlepNowliyCalitag 
1-800-647-8887 

Aivitttble  in  Black  or  Beige 


TEMASEK 

TKI.KI'HONK  INC.. 


21  Aiiport  Bhd  to.,  So.  San  Fnmdsco,  OA  94080 


Circle  #202 


BATH-MATE 


I 


L 


Water  Powered  Bath  Lift 


The  Bath-Mate  fits 
your  existing  tub  wtthotJt 
nwdKicatkins 


Water  pressure  alone  | 
supplies  the  lifting  action. 
Ufttupto3S0lbs. 


\StM  Balhlng  Pmmoles 
moM  M»pmd0noa.... 


{^■The  Bath-Mate  raises 
slowly   to  wheelchair 
height  and  towers  wHhIn 
Inches  of  tub  bottom. 

actional: 
Wm    •      Seat  Beits 
•     Arm  Rest 


The  bath  chair  pivots  oul-| 
ward  for  safe  transfers. 

(800)947-6565 


P.O.  Box  80095  Ontario,  Ca.  91758 


ERIC 


•1  ."^ 


577 


Circle  #67 

AUGUST  1994  /  EXCEPTIONAL  PARENT  ♦ 


33 


John  Kemp 

Meeting  the  Public 


John  shares  a  moment  with  President  George  Bush  at  a 
1992  meeting  of  the  Small  Business  Legislative  Council 
where  both  men  spoke. 


John  Kemp,  Executive 
Director  of  the  United 
Cerebral  Palsy  Associa- 
tions (UCPA),  was  inter- 
viewed by  Exceptional 
Parent  in  June  1994. 
John,  who  was  bom  with 
multiple  limb  anomalies, 
gi-ew  up  in  Bismarck, 
North  Dakota  and  PranJc- 
forl,  Kentucky  where  he 
attended  a  regular  public 
school  and  private 
Catholic  schools.  He  gi  ad- 
uated  from  Geoi-getown 
University  in  1971  and 
Wasliburn  University  Law 
School  in  December  1973. 
After  law  school,  John  worked  for  seven  yeais  as  an 
envimmnental  attorney  and  consultant  on  disability- 
related  legal  issues.  Prom  1982  to  1990,  lie  served  in 
a  number  of  positions  at  the  National  Easter  Seal 
Society.  He  lias  served  in  his  current  position  at 
UCPA  since  June  1990,  the  first  person  with  a  dis- 
ability to  hold  this  post. 

Since  1980,  John  has  been  manied  to  photograplier 
Sheiry  Marcy.  John  enjoys  activities  with  grandson 
Seth,  age  five,  tiie  son  ofShetry's  daughter  from  a 
previous  marriage. 

This  is  the  second  part,  of  our  interview  with  John; 
part  one  appeared  in  the  July  1994  i^sue  of  Excep- 
tional Parent. 


In  high  school,  I  was  not  the  only  student 
with  a  disability.  We  had  moved,  and  I  attended  a 
 very  small.  Catholic  high  school  in  Frank-  ^— 

fort,  Kentucky  The  other  student  with  a  dis-  PART  TWO 
ability  was  a  boy  who'd  had  polio.  He  and  I 


My  older  sister  was 
very  attractive — a  home- 
coming queen  type.  I 
always  tried  to  relate  to 
the  guys  that  she  was  dat- 
ing, I  wanted  to  grow  up 
to  be  like  them,  but  it  was 
very  diflBcult  just  getting 
up  the  courage  to  talk 
with  girls.  I  didn't  date 
very  much  at  all.  I  was  the 
kid  with  acne^  and  I 
thought  that  was  my  dis- 
ability. I  thought  that  was 
the  big  reason  why  girls 
didn't  want  to  go  out  with 
me.  My  little  sister  used  to 
tease  me  about  playing 


connect-the-dots  on  my  face. 

When  it  came  time  for  my  senior  prom,  the  only  girl  I 
could  get  a  date  with  was  the  one  girl  at  the  other  high 
school  who  had  a  disability.  It  wasn't  that  I  didn't  want 
to  date  her  because  she  had  a  disability.  I  just  thought, 
"Isn't  that  a  little  trite?  Isn't  that  so  typical?"  I  had  been 
such  an  integrated  guy  that  it  just  seemed  unfair. 


would  stay  up  on  the  third  floor  of  this  really  old  high 
school.  We  both  walked  with  great  difficulty,  up  ana 
down  those  stairs.  We  would  walk  up  the  stairs  in  the 
morning  and  come  down  when  the  school  day  was 
finished.  The  cafeteria  was  in  the  basement,  so  some- 
one would  nui  downstairs  and  get  our  lunch  and  bring 
it  up  to  us.  Fie  and  I  ate  lunch  alone  upstairs.  We  would 
stay  up  there  all  day. 


College  and  Law  School 

When  I  got  to  Georgetown  University  in  1967,  my 
social  life  changed  completely.  Maybe  my  acne  cleared 
up — I  have  no  idea!  But,  I  met  a  lot  of  young  women 
who  accepted  me  for  who  I  was,  and  I  had  lots  of 
dates. 

At  that  ti.nie,  there  were  very  few  students  with  dis- 
abilities at  Georgetown — certainly  not  many  with 
mobility  limitations;  there  were  steps  everywhere!  The 
Vietnam  war  was  raging,  and  I  must  have 
been  asked  a  million  times  if  I  had  acquired 

  my  amputations  in  Vietnam.  Sometimes, 

people  would  just  walk  up  to  me  and  say,  "Vietnam?" 
And  I  would  say,  "No."  It  was  a  very  difficult  time  on 
campuses;  it  was  a  wild,  crazy  period  in  American  his- 
tory. 

I  loved  my  four  years  at  Georgetown.  If  I  were  to 
pick  out  the  four  best  years  of  my  life,  it  would  have  to 
be  my  years  at  Georgetown.  I  didn't  exactly  excel  in 
the  academic  parts  of  college  life,  but  I  was  definitely  a 
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VVhen  behavioral 
problems  obstruct 
medical  treatment, 
call  Cumberland  at 
1-800-368-3472. 


At  Cumberland  Hospital,  we  care  for  the  diffi- 
cult-to-treat— children  and  adolescents  whose 
medical  treatment  is  being  hindered  by  behav- 
ioral problems.  And,  we've  developed  special- 
ized programs  to  treat  the  psychological  as  well 
as  the  medical  symptoms  created  by  injuries  or 
illnesses  such  as  head  injury,  seizure  disorders, 
diabetes,  anorexia/bulimia,  colitis  and  asthma. 
For  complete  information  about  Cumberland's 
extensive  treatment  programs  and  capabilities, 
call  toll-free  1-800-368-3472  .  Sometimes  your 
last  resort  can  be  the  best  solution. 

CUMBERLAND 

. ^Rt).  Box  150,  New  Kent,  Virginia  23124 

Circle  #18  ^'7U 


straight-A  student  when  it  came  to  the  social  aspects. 
My  dad  didn't  quite  buy  that  argument,  by  the  w  ay  Not 
at  all! 

I  started  out  in  pre-med,  and  in  the  first  two  weeks,  I 
was  taking  classes  that  were  so  far  beyond  me  that  I 
had  to  get  out.  I  was  taking  physics,  chemistry  and 
some  exotic  math  class.  I  was  just  on  the  wrong  track. 
In  the  first  semester,  I  changed  my  m£uor  to  American 
political  history. 

I  graduated  from  Georgetown  in  1971  and  decided  to 
go  to  law  school  I  went  to  law  school  in  Topeka, 
Kansas.  Life  was  very  differ- 
ent in  Topeka.  In  Washington, 
DC,  I  could  get  a  date  when- 
ever I  wanted  one.  But  in 
Topeka,  I  just  couldn't  seem 
to  bump  into  anybody  that  I 
really  liked.  Finally,  I  got  to 
know  a  woman  who  was  liv- 
ing in  the  same  apartment 
building  and  asked  her  out  to 
dinner.  She  said,  "I  hate  to  say 
this  to  you,  but  I  can't  go  out 
with  you  because  you're 
handicapped." 

I  must  have  been  very 
naive,  but  I  just  didn't  believe 
that  people  would  be  rude 
enough  to  say  something  like 
that,  especially  not  to  me! 
That  was  the  beginning  of  a 
rough  two  and  a  half  years.  I 
decided  I  was  going  to  get  out 
of  Topeka  as  quickl  as  I  could.  I  went  through  sum- 
mer school  and  graduated  in  December  of  1973. 1 
haven't  been  back  to  Topeka  since  the  day  I  graduated. 

Meering  the  Public 

Society  still  has  a  long  way  to  go.  For  example,  I  just 
got  back  last  night  from  New  Mexico — when  I  can,  I 
like  to  go  to  Santa  Fe  and  just  relax.  In  Santa  Fe,  I  went 
to  the  club  on  tlie  top  floor  of  a  hotel  lo  have  a  drink. 
The  club  had  one  step  at  the  entrance,  and  I  was  with  a 
guy  who  was  in  a  wheelchair.  So,  I  walked  in  and 
asked  a  man  working  there  if  there  was  a  ramp  avail- 
able. The  guy  said,  "Handicapped  people  are  not 
allowed  here." 

I  looked  at  him  and  said,  "Don't,  you  ever  say  t  hat  to 
anyone  again!  I  c;aii't  bel'eve  in  1994,  that,  yoi  i  would 
dare  to  say  to  me  that  handicapped  people  are  not 
allowed  here.''  I  am  going  to  file  an  ADA  charge  against 
the  hotel  unless  they  tell  me  that  they  have  developed 
an  appropriat  e  plan  of  action  to  deal  with  t  his  access 
problem  in  thirty  days. 

Children  deal  with  disabilities  better  than  adults. 


Children  confront  us;  adults  avoid  us.  I  don't  mind 
answering  honest  questions — "What  happened  to  your 
hands;  why  do  you  limp?"  Children's  questions  are  sin- 
cere and  practical.  They  want  to  know  if  I  can  drive  a 
car,  play  basketball  and  write;  a  kid  might  ask,  "How 
do  you  go  to  the  bathroom?" 

If  a  child  stops  me  in  a  supermarket  and  asks  me 
questions,  his  mother  and  father  are  usually  horrified. 
So  they  walk  up  and  grab  Hmmy  and  put  a  stop  to  his 
interactions  with  me.  I  use  this  example  to  explain  the 
difference  between  a  handicap  and  a  disability — I  have 

a  disability;  mom  or 
dad  has  a  handicap; 
Hmmy  is  doing  fine. 

Adults,  on  the 
other  hand,  will  see 
me  walking  down  the 
street,  and  at  a  dis- 
tance of  about  30 
feet,  they  will  start 
whistling  or  humming 
and  looking  every- 
where else  but  at  me. 
They  don't  want  to 
stare  and  make  me 
feel  uncomfortable, 
but  their  avoidance 
basically  eliminates 
me  from  the  face  of 
the  earth.  Finally,  I 
figured  out  that  when 
these  people  got 
about  three  steps  past 
me,  they  usually  turned  around  to  check  me  out.  Now, 
wnen  I  walk  by  someone  who  is  looking  all  around  the 
place  and  won't  look  at  me,  I  always  count  off  three 
steps  after  we  pass,  then  turn  around  to  catch  the  per- 
son sneaking  a  peek  at  me.  And  I  wave. 

I  make  these  people  feel  uncomfortable  on  purpose 
because  those  of  us  with  disabilities  know  very  well 
that  we  look  different.  We  have  mirrors  in  our  homes; 
we  go  past  plate  glass  windows.  We  know  what  we 
look  like.  For  people  to  use  the  fact  that  we  look  differ- 
ent as  a  basis  for  completely  disassociating  themselves 
from  us  is  a  subtle  form  of  discrimination. 

Younger  adults  who  have  attended  schools  where 
children  with  disabilities  were  mainstreamed  are  much 
more  comfortable  with  us.  Studies  have  shown  tlnis. 
They  have  learned  that  disability  is  not  a  seriously  dis- 
tinguishing feature;  it  is  just  another  characteristic. 

Wlien  I  meet  new  people,  I  always  have  to  initiate 
the  handshake  because  they  don't  know  quite  what  to 
do.  Sometimes,  they  don't  grab  my  clamp;  they  grab 
my  ann  or  my  shoulder,  or  they  start  bowing  like  we 
are  in  Japan — they  freak  out.  Seeing  how  well  people 


John  cfeaft  voith  General  Colin  Powell  and  SenaUrrPhil 
Oramm  of  Texas  at  a  reception  to  honor  1991  recipients  oftJie 
Horatio  Alger  Award.  The  annual  awards  recognize  individu- 
als wfio  have  demonstmted  the  ability  to  ove^-come  advei'sity 
and  make  a  positive  contnbution  to  American  society.  Photo: 
Horatio  Alger  Association. 
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handle  that  introduction  and  handshake  has  become 
my  little  barometer  for  how  "cool"  a  person  is. 

Talcing  Risks 

I  think  confidence  is  instilled  at  an  early  age. 
Confidence  involves  being  truthful  with  yourself  about 
your  own  abilities.  Sometimes,  I  venture  into  things 
that  I  don't  succeed  at,  and  the  sooner  I  figure  out  I 
can't  do  something  or  can't  do  it  well,  the  better  off  I 
am.  Tliis  is  not  to  say  that  people  shouldn't  try  to  do 
things  that  they  can't  do.  But  sometimes,  I  have  to 
admit  that  I  am  not  very  good  at  certain  things.  1  think 
we  all  need  to  understand  our  strengths  and  build  on 
them. 

My  overall  advice  to  parents  is  to  let  your  kids  take 
some  risks.  All  too  often,  parents  ai'e  very  worried 
about  allowing  tlieir  children  to  venture  into  new 
areas.  They  want  to  protect  them  from  humiliation, 
teasing  and  failure,  but  that  isn't  the  real  world.  In  the 
real  world,  they  will  have  to  learn  how  to  ueal  with  the 
discrimination  that  will  happen  to  them,  and  they  will 
have  to  learn  how  to  cope  with  people  who  are  jerks. 
Parents  have  to  be  able  to  put  that  into  perspective  for 
their  kids,  but  they  also  have  to  let  their  kids  take 
some  risks.  That's  probably  the  hardest  thing  in  the 
world  for  parents. 


freedom 


»  Remote  hand  control  calls  the 
Handi-Movc  to  your  bedside. 

» Patented  gripping  system 
assures  a  safe,  secure  fit. 

•  Shoulder  strength  not  needed. 

•  Leaves  your  seat  unobstructed. 


>  Choice  of  overhead  track  or 
free-standing  movable  unit. 

>  Streamlined  design  permits 
lifting  even  where  the  ceiling 
is  low. 

» Rugged  construction  and 
2-year  warranty. 


handi-move 

982  Route  1-Pine  Island,  NY  10969 
(800)  724-5305 
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Empowering 
Individuals  to  Share 
Their  God-given  Gifts 
with  the  Community 

St  John's  Villa,  founded  in  1948,  is  a  private.  Catholic,  non- 
profit residential  community  providing  a  caring,  loving 
environment  which  enhances  the  growth  of  each  adult 
resident  towards  self-acceptance  and  respect  The  Villa 
integrates  a  residential  adult  population  with  mild  to  severe 
mental  retardation  with  outreach  programs  in  Carroll  County 
attempting  to  empower  individuals  to  share  their  God-given 
gifts  with  the  community.  St.  John's  Villa,  nestled  in  the  hills 
of  northeastern  Ohio,  resembles  a  small  rural  community 
and  is  locat'-J  near  the  friendly  town  of  Carrollton. 


Services 

■  Vocational  Training 
'  Speech  and  Language 
Development 

>  Physical  Education 

and  Swimming 
•  Case  Management 

Services 


Provided 

•  Leisure  Activities 

•  Personal  Living  Skills 

•  Social  and  Domestic 
Skill  Training 

•  Community-based 
Supportive  Employment 
and  Living 


St.  John's  Villa 


For  Information  Contact: 
Sister  Elaine  Weber,  O.S.F. 
Executive  Director 
(216)  627-9789 


Mailing  Address: 
PO.  Box  457 
620  Roswell  Rd.  N.W. 
Carrollton.  OH  44615 
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LIVING  AND  LEARNING 
IN  THE  COMMUNITY 

With  kS  unique  model,  Tlie  Evergreen  Center  has  a  history-  ot' successfully 
transitioning  students  to  less  intensive  ciimmunity  settings. 
Evergreen  students  live  in  actual  community  settings  tniveling  to  and  from 
school  each  day  through  the  Blackstone  Valley  (MA)  countryside.  With 
trained  professionals,  they  learn  basic  skills  in  the  classroom,  in  the 
community  and  in  their  residence. 

Sf-idents  receive  vocational  training  and  experience  real  work  oppt>rtuni- 
ties.  Students  are  supported  with  behavior  development  programs,  medical 
and  family  services,  and  physical,  speech,  or  occupational  therapy. 

Our  Students'  Challenges 

,  Autism  *  Hearing/Sight  Impairment 

.  Meiital  Retardation  •  Severe  Maladaptive  Behavior 

•  Physical  Disability 

The  Evergreen  Center  is  a  licensed,  private,  non-profit  residential  school 
offering  students  and  their  families  from  across  the  country  and  abroad 
residential  programming  12  months  a  year.  For  more  information  call  or 
write  Rolx;rt  F.  Littleton,  Jr.,  Executive  Diivctor. 

EVERGREEN  CENTER 

345  Fortune  Blvd..  Milford,  M;is.sachu.setts  01757 
1-508-478-5597 


Circle  #27 


581 


CIrcfo  #  27 

AUGUST  1994  /  EXCEPTIONAL  PARENT  ♦ 


37 


Dental  Care  for  Children 
with  Disabilities 

Preventing  Dental  Disease  with  Daily  Oral  Care 

by  Steven  P.  Perlman 


TTlvery  child  can  have  healthy  teeth  and  gums.  Children  with  disabilities  are  no  excep- 
JJj  tion.  This  semes  of  articles  wiU  explain  some  important  facts  about  dental  disease  and 
its  prevention  Jocusing  on  the  particuUirneeds  of  children  with  disabilities.  Future  articles 
iviU  deal  with  a  number  of  topics  including  special  techniques  for  daily  oral  care,  common 
pediatHc  dental  problems  and  appropriate  methods  of  behavior  management  dunng  visits 
to  dental  professionals. 


Part  One 


Dr.  Steve  Petlman  sha^vs  a  moment  with  young 
patient  Jos^  Jimenez. 


Good  oral  health  is  an  important  part  of  a  child's  total 
health.  Children  with  good  strong  teeth  are  able  to 
chew  a  wider  variety  of  foods  for  healthy  nutrition. 
Healthy  teeth  aid  in  speech  development  by  helping 
children  make  the  proper  sounds  for  speaking  clearly. 
And  clean,  healthy-looking  teeth  help  children  look 
better  and  feel  better  about  themselves. 

With  all  the  medical,  nutritional  and  emotional  needs 
of  children  with  disabilities,  it  can  be  hai  d  for  parents 
to  find  time  for  proper  daily  oral  care.  Getting  a  child 
to  the  dental  office  can  be  difficult,  too.  But  preventive 
care  now  can  spare  the  child  unnecessary  pain  and 
costly  dental  procedures  later. 

Prevenrion  with  daily  oral  care 

Dental  problems  can  be  prevented  before  they  start. 
That  means  cleaning  the  teeth  at  home  every  day  Daily 
brushing  and  flossing  remove  plaque,  the  primary 
cause  of  tooth  decay  Plaque  is  a  sticky,  coloriess  film 
of  bacteria  that  constantly  forms  on  the  teeth.  When 
food  particles,  especially  from  sugary  foods,  stick  to 
the  teeth,  the  bacteria  use  the  food  to  produce  acids 

Steven  P.  Periman,  D.D.S.,  M.Sc.D.,  specializes  in  dental 
care  for  children  with  disabilities.  In  addition  to  main- 
taining a  private  pimiicc  in  Lymt,  Massachusetts,  he 
teaches  pediatric  dentistiy  at  the  Boston  University  Gold- 
man School  of  Graduate  DentLitry  and  serves  as  vice  pivsi- 
dent  of  the  Academy  of  Dentistry  for  Persons  ivith 
Di.'iabilitics.  Dr.  Petiman  n/.so  devotes  niueh  energy  and 
time  to  the  Special  Ohpnpics  as  clinical  di)vctor  of  their 
"Special  Athletes,  Special  Smiles"  pmgrnm.  Dr  Petiman 
lives  in  Swampscott,  Massachusetts  with  his  family. 
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which  cause  cavities.  If  plaque  is  not  removed  every 
day,  it  can  lead  to  gum  disease;  and  gum  disease,  if  left 
untreated,  can  lead  to  tooth  loss — ^all  of  which  could 
be  painful  for  the  chUd. 

Although  daily  oral  care  is  a  necessity,  it  should  be  a 
pleasant  experience  as  well.  Even  if  the  child  can't 
brush  and  floss  properly,  letting  the  chUd  play  at  clean- 
ing a  little  when  you're  finished  can  add  to  the  fun. 

If  possible,  children  should  clean  their  own  teeth. 
You  can  explain  why  daily  brushing  and  flossing  are 
important  and  show  a  chUd  how  to  do  it.  By  placing 
your  hand  over  the  child's  hand,  you  can  guide  the 
child  through  each  step. 

Some  children  will  be  unable  to  clean  their  own  teeth, 
however.  In  such  cases,  the  parent  must  do  the  cleaning. 

Where  should  you  do  it? 

Daily  oral  care  can  be  performed  in  any  well-lit  room 
that  is  convenient.  If  the  child  is  in  a  wheelchair,  the 
kitchen  might  be  ideal.  If  the  child  is  in  bed,  that's 
okay,  too.  Have  the  child  sit  up.  Then  let  the  child  sip 
water  from  a  glass  through  a  straw  and  rinse  out  in  a 
basin.  The  best  place  for  daily  oral  care  is  a  place 
where  the  child  is  most  comfortable,  or  where  you  are 
able  to  give  the  best  care. 

Positions 

There  are  a  number  of  positions  you  can  use  to  clean 
the  child's  teeth.  In  any  position,  it's  important  to  sup- 
port the  child's  head.  Be  careful  to  avoid  choking  or 
gagging  if  the  child's  head  is  tilted  back.  It  is  also 
important  for  you  to  be  able  to  see  what  you  are  doing 
and  easily  manipulate  dental  floss  and  brush.  Ask  your 
dental  professional  to  recommend  the  safest,  most 
comfortable  position  for  your  child. 

Wheelchair 

Stand  behind  the 
tvheelchair.  Use 
your  aim  to  brace 
the  child's  head 
agaijist  thecMir 
or  against  yotir 
body.  Use  a  pilloir 
for  the  child's 
comfoH. 


Or  sit  behind  the 
7vheelchaiK 
Remember  to  lock 
the  chair  ivhcels 
Jirst,  then  fill  the 
chair  hark  into 
your  lap. 


Special  Children 
are  at  Greater  Risk 

There  are  a  number  of  reasons  why  children 
with  disabilities  are  often  more  prone  to  dental 
disease. 

Oral  conditions:  Some  genetic  disorders  or  very 
high  fevers  in  very  young  children  can  cause 
defects  in  tooth  enamel  that  make  the  enamel 
prone  to  decay.  Congenitally  missing  teeth  and 
teeth  that  do  not  align  properly  are  frequently 
seen  in  children  with  cleft  palates  and  other  cran- 
iofacial disorders.  Gum  problems  often  occur  in 
children  with  Down  syndrome. 

Physical  limitations:  Children  who  cannot  chew 
or  move  their  tongues  properly  cannot  benefit 
from  the  natural  cleaning  action  of  the  tongue, 
cheek  and  lip  muscles.  Children  with  disabilities, 
especially  those  with  poor  motor  coordination — 
such  as  those  with  spinal  cord  iryuries,  muscular 
dystrophy  or  cerebral  palsy — may  not  be  able  to 
clean  their  own  Leeth  or  may  not  be  able  to  use 
the  usual  brushing  and  flossing  methods. 

Special  diets:  Children  who  have  difficulty 
chewing  and  sv/allowing  may  often  eat  pureed 
foods  which  tend  to  stick  to  their  teeth.  Frequent 
eating  of  sugary  foods  or  sleeping  with  a  bottle  of 
formula,  milk  or  juice  can  increase  the  chances 
of  tooth  decay.  Children  who  need  help  drinking 
may  drink  less  fluid  than  other  children,  so  they 
don't  have  enough  fluids  in  their  mouth  to  help 
wash  food  particles  off  of  their  teeth. 

Medications:  A  number  of  medications  that  may 
be  used  more  frequently  by  children  with  disabili- 
ties can  lead  to  increased  risk  of  dental  disease. 
Medications  tluxt  use  syrup  or  sugar  to  sweeten 
the  taste  can  cause  tooth  decay  if  used  over  a 
long  period  of  time.  Some  seizure  medications 
may  cause  the  gums  to  bleed  or  become 
enlai:ged.  Excessive  gum  growth  can  interfere 
with  chnwing  and  speech;  it  can  also  lead  to  gum 
disease.  Sedatives,  barbiturates,  antihistamines 
and  drugs  tisedfor  muscle  contml  may  reduce 
the  flow  of  saliva.  With  less  saliva,  there  is  less 
cleansing  action  to  help  protect  the  teeth  against 
ca\aties.  Aspirin,  taken  in  large  doses  and  dis- 
solved in  the  mouth  before  swallowing,  can  pro- 
vide an  acidic  environment  that  fosters  tooth 
decay.  Sonic  antibiotics  should  be  proscribed 
with  caution  because  they  can  stain  or  discolor 
newly  erupting  teeth. 
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Comfortable,  secure 
support  anywhere! 

Use  the  Columbia  Positioning  Commode 
freestanding  or  over  any  toilet 


The  choice  is  easy  -  when 
you  have  a  choice!  That's 
why  we  offer  5  different 
commodes  to  suit  your 
child's  support  needs. 

•  Adjust  height,  tilt,  seat 
depth,  footrest  for  ideal  fit 

•  Adjust  pelvic,  chest  belts 

•  Removable  padded 
abductor/  splash  guard 

•  Non-slip  padded  child- 
sized  seat 


Ask  for  our  FREE  Full  Color  Catalog 
of  Convenient,  Helpful  Products 


It  includes  the  unique 
Columbia  Car  Seat, 
now  crash-tested  for 
children  20  to  102  lbs., 
up  to  5  feet  tall! 

Handsome,  durable  and 
convenient  to  use! 

Contact  us  for  your 
nearest  dealer 


Sitting  on  floor 

The  child  sits  on 
floor;  you  sit 
behind  the  child 
on  a  chair.  The 
child  leans  his  or 
her  head  against 
your  knees.  IfUie 
child  is  uncooper- 
ative or  uncontrol- 
lable, you  can  place  your  legs  over  the  child's  arms  to 
keep  him  or  her  jtiU. 


Lying  on  floor 

The  child  lies  on 
the  floor  with  his 
or  her  head  on  a 
pillow.  You  kneel 
behind  the  child's 
head.  You  can  v^e 
your  arm  to  hold 
the  child  stiU. 


Lying  on  bed 
or  sofa 

The  child  lies  on  a 
bed  or  sofa  with 
his  or  her  head  in 
your  lap.  Suppoii 
the  child's  head 
attd  shoulders 
with  your  aim. 


If  the  child  is 
uncooperative  or 
uncontivUahle  a 
second  pet^on  can 
hold  his  or  hxrr 
hands  or  feet  as 
needed. 


Beanbag  Chair 

For  a  ch  ild  xoho 
Ims  difficidty  sit- 
ting up  stivight, 
a  beanbag  clrnir 
may  let  the  child 
relax  withotitfear 
of  falling.  You 
shoiUd  be  in  the 
same  position  as 
for  bed  or  sofa. 
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Raul's  mom  learns  oral  hygiene  techniques  that  she 
can  use  for  daily  oral  care  at  home.  Nine-year-old 
Raul  has  a  pivgressive,  neuromuscular  disease. 

This  article  has  been  adapted  with  permission  from  mate- 
rials originally  published  by  Johnson  &  .Johnson  Dental 
Care  Company. 


lifeHannim 
Should  Be 
Tfeam  Effort 


Every  month.  Estate  Planning  for  Persons 
with  Disabilities  (EPPD)  provides 
essential  information  and  guidance  to 
hundreds  of  families  with  a  son  or 
daughter  who  is  disabled.  Our  national 
network  of  attorneys  and  estate  planners 
helps todevelop  comprehensive  life  plans 
including  wills,  special  needs  trusts, 
guardianships,  advocacy,  balancing 
private  and  government  benefits.  EPPD 
provides  FREE  initial  interviews  to 
determine  needs  and  FREE  group 
seminars  for  parents.  EPPD  is  not  a 
guardianship  or  master  trust,  but  assists 
parents  in  locating  services  necessary  to 
provide  a  secure  future  for  their  loved 
one.  Call  today  to  receive  a  FREE 
brochure  and  the  location  of  your  nearest 
EPPD  representative. 


Richard  W.  Fee 
Executive  Director 

Natiimal  Office 
12m  Corporate  Drive /Suite  .ISO 
Birmin^^ham.  Mahama  }5242 

800-448-1071 


ESTATE 
PLANNING  FOR 
PERSONS  WITH 
DISABILITIES 

A  Division  of  Protective  Liio 


Home  Away  From  Hbme 

Quality  care  in  a  state-of-the-art  medically  oriented,  yet  home-like, 
facility  for  chronically  ill  infants,  children,  and  young  adults.  A  one 
of  a  kind  program  staffed  by  doctors,  nurses,  therapists,  and 
teachers.  If  you  are  thinking  about  having  your  loved  one  cared  for 
outside  your  home,  consider  Hacienda  de  los  Angeles  v^ith  26 
years  of  experience  helping  families  and  their  chronically  ill  family 
members.  Hacienda  is  located  in  a  semi-rural  setting  bordered  by 
beautiful  South  Mountain  Park,  yet  is  less  than  five  minutes  from 
the  Owens  Medical  Center. 

Hacienda's  comprehensive  piogram  offers; 

•  Specialized  care  for  individuals  with  tracheostomies  and  those 
who  are  ventilator  dependent. 

•  A  new  facility  staffed  by  professional  yet  caring  employees. 

•  Open  door  24-hour  visitation. 

•  Physician  services  and  round-the-clock  nursing  care. 

•  Twenty-four  hour  respiratory  therapy. 

•  In-house  physical,  occupational,  and  speech  therapy. 

•  Nutritional  services  by  a  certified  nutritionist. 

•  On-grounds  and  public  school  based  educational  services. 

•  Private  and  semi-private  rooms. 

•  Individualized  programming  designed  to  allow  your  family 
member  to  reach  his/her  full  potential. 

•  In-house  specialized  equipment  construction  and  equipment 
adaptation. 

•  Transportation  in  specially  equipped  vehicles. 

Hacienda 

de  los  Angeles,  Inc. 

''^  lnSpeclalUves.WeMalieADinetcn(x 

1402  East  South  Mountain,  Phoenix,  AZ  85040 
(602)  243-4231 
William  J.  Timmons,  Executive  Director 
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PROTECTION  PANTS 


Swimsuit  Diapers 


Pmrnis  Embarrassing  Pool  Accidents 
Soft,  Hghtwd^  outer  Ityer  wilfa  widc- 
•way  inner  lining.  Tapeced  dedgn  pro- 
vide* piotectiao  under  •  leguUr  twim- 

suit 

INFANTS  ($9.95^ 
S.  M.L.  XL.  SL 
YOUTH  ($14.95> 
4/5.6/7.8/9. 10/11. 
12/13.14/15 

S,M.L,XL 


Dry  Night  Pants 


Kttps  Ouur  CtoOdnt  or  BttUinf  Dry 
Reuuble,  comfoiuble  puiti  offer  wet- 
nen  protection.  Waterproof  knit  outer 
layer  with  tupei  •txoibcnt  inner  p«d. 
Holdt  one  cup  liquid. 

YOUTH  f$lR.95^ 
2/3. 4/5. 6/7. 8/9, 
10/11. 12/13, 14/15 
ADULT  fS21 .95^ 
S,M,L.XL 

SItlpping  $3.95 
VIsa/MC  Accepted 
Ask  for  free  catalog 


Family  (Sill 
aubhouse 

6  Chiles  Ave. 
Asheville.  NO  26803 
1-«X«76-1574 
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You  Asked  DynaVox  To  Do  Even  More... 


"/  want  to  communicate  faster 
with  my  associates." 


DynaWrite  "  is  a  revolutionary  new  software- 
package  for  the  DynaVox'  augmentative  com- 
munication aid.  One  that  can  help  people  compose 
longer,  more  complex  messages,  faster  and  easier 
than  ever  before.  So  if  )'ou  know  someone  who 
might  benefit  from  it,  we  urge 
you  to  contact  your  therapist.  Or 
give  us  a  call,  at  1-800-344-1778. 


We  Hear  You, 


TECHNOLOGY  INC. 
Circle  #  68 


^Olf<;  ScfiooC 

For  Children  With  Cerebral  Palsy 

Serving  children  with  multiple  disabilities  resulting  from 
cerebral  palsy  or  traumatic  brain  injury  who  need  compre- 
hensive, individually  structured  programs  that  include: 


•  Physical  Therapy 

•  Occupational  Therapy 

» Speech  and 
Language  Therapy 

•  Communication  Aids 


•  Special  Education 

>  Music  Therapy 

>  Special  Medical 
Attention 

'  Adapted  Recreational 
Activities 


Private,  501(c)(3) 
Nonprofit  Community 


"THEIR  COMMUNITY ...  WITH 
OUR  HELP"  Residential,  day,  and 
evening  programs  and  services  for 
adults  with  developmental  disabilities. 

•  Paid  Vocational  Training 

•  Visual  and  Performing  Arts 

•  Daily  Living/Life  Skills 

•  Therapeutic  Recreation 

•  Case  Management 

•  Health  Services 

•  Off-Campus  Activities 

•  125-Acre  Wooded  Environment 

Annandale  at  Suwanee,  Inc. 

3500  Annandale  Lane 
Suwanee,  GA  30174 
(404)  945-8381 


"MAXIMIZING  BVDIVIDUAL 
POTENTIAL" 

•Community-based,  positive  learn- 
ing environment  for  difficult-to-place 
children,  adolescents  and  young 
adults  with  MR,  autism,  communica- 
tion disorders,  challenging  behav- 
iors, and  developmental  disabilities. 
•12-mo.  day/residential  programs. 
•  10  miles  we.st  of  Boston. 

Contact;  Admissions  Director 
The  Learning  Center 

41 1  Waveriey  Oaks  Road 
Waltham,  MA  02154 
(617)  893-6000 


HMS,  open  to  students  two  to  21  years,  offers  all  of  these 
services  and  more.  The  experienced  staff  and  well-respected 
consultants  provide  strong  interdisciplinary  programs  for  day 
and  residential  students  at  the  licensed  private  school. 

For  more  information  write  or  call: 
Diane  L.  Gallagher,  Director 

HMS  School  for  Children  with  Cerebral  Palsy 
4400  Baltimore  Avenue,  Philadelphia,  PA  19104 
(215)222-2566 


THEARBORWAY  SCHOOL 

A  24  hour  learning  experience 
which  pro\'ides  individualized  ser- 
vices for  multihandicapped  .students. 

•  1:2  staff  to  student  ratio 

•  clinical  consultants  on  staff 

•  recreational  and  lei.sure  activities 

•  vocational  training  &  on-site  work 

•  12  month  program 

•  ages  6  through  22 

Contact:  Carolyn  MacRae, 

Executi\'e  Director 

Arborway  School 

147  South  Himtington  A\'eniie 

Bo.ston,  MA  02130 

617-232-1710 


Made  In  USA 


BEAT  THE  HEAT! 

•Comfort  for  your  child 
•Peace  of  mind  for  you 
•  Plus,  rain  protection 

The  WeATHErBrEAKER 

Wheelchair/Scooter  Canopy 

800-795-2392 

DIESTCO  Manufacturing 
P.O.  Box  6504  •  Chico,  CA  95927 


Pat.  5168889  Providing  Comfoit  to  Those  Who  Want  It! 
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Fathers  are  Car^vers  Too! 


by  Steve  Fischer 


When  the  doctor  walked  into  the  room,  his  intense, 
focused  eyes  already  communicated  the  mes- 
sage that  his  voice  was  about  to  deliver.  The 
words  he  so  mechanically  began  to  speak  did  not 
come  as  a  surprise.  My  daughter  was  extremely  sick. 
Medical  science  had  yet  to  determine  the  cause  of  the 
illness  that  had  resulted  in  her  being  bom  with  pro- 
found retardation,  cerebral  palsy  and  many  other 
problems.  I  do  not  remember  much  of  that  day — I 
believe  that  the  mind  protects  us  by  somehow  cloud- 
ing the  details  of  extremely  traumatic  events.  But  I 
remember  one  peculiar  detail  that  has  since  become 
a  recurring  feature  of  my  encounters  with  the  med- 
ical establishment. 

When  the  physician  walked  in  to  deliver 
the  message  that  day,  he  looked 
squarely  into  my  wife's  eyes. 
Even  though  my  wife  and  I 
were  sitting  side  by  side 
on  a  chair-tumed-hospi 
tal-bed,  his  eyes  never 
made  contact  with 
mine.  I  surely  can 
empathize  with  the 
physician,  who 
clearly  recognized 
the  pain  in  my  beau- 
tiful wife's  eyes.  But  I 
too  was  in  a  state  of 
( omplete  emotional 
collapse.  This  physician's 
body  language  seemed  to 
convey  one  of  two  messages — 
either  that  I  was  not  hurting,  or 
that  I  should  simply  "take  it  like  a  man." 


I  have  to  believe  that  this  extremely  capable  doctor 
did  not  treat  me  this  way  with  any  degree  of  premedi- 
tation. Rather,  he  avoided  both  eye  contact  and  dia- 
logue out  of  conditioning.  While  the  mother-child 
relationship  is  undeniably  powerful,  health  care 
providers  have  been  slow  to  recognize  the  equally 
powerful  bonds  between  father  and  child.  I  have  spent 
"  countless  nights  with 

grieving  fathers  over 
seemingly  endless  cups 
of  coffee;  many  of  my 
brothers  are  hurting  and 
have  few  outlets  to 
express  their  emotions. 

We  are  all  at  different 
places  along  the  road  to 
acceptance  of  the  vari- 
ous challenges  we  face. 
Wherever  we  are,  how- 
ever, the  important  role  we 
play  in  our  children's  lives 
should  be  acknowledged 


I  Above]  Steve  Fischer  with 
four-year-old  Payton; 
(Jjtjl]  Payton  Fischer  cele- 
brates her  fourth  birthday 
with  family  and  friends. 


Steve  Fischer  lives  in  Piano,  Taras  with  his  wife, 
Melanie,  and  three  children,  seven-yenr-old  Bntlnny, 
four-year-old  Payton  and  five-month-old  Anna.  Steve 
works  for  Taras  Instruments.  Melanie,  a  registered 
nurse,  is  cj-enttive  director  of  PeDiNmsing,  a  private 
duty  7iursi7ig  service  specializing  in  home  care  for 
children  with  special  needs.  Melaiiie  and  Steve  began 
this  company  after  the  biiih  of  Payton,  wlu)  has  mul- 
tiple di.tabilities. 


and  respected.  I  readily 
admit  that  my  wife  assumes 
the  greater  portion  of  the  day- 
to-day  care  of  our  child.  How- 
ever, I  am  also  a  caregiver  in  my 
little  angel's  life  and  deserve  the  consid- 
eration medical  professionals  give  to  my  wife. 
It  has  been  interesting  to  note  those  aspects  of  a 
child's  care  that  physicians  seem  to  automatically 
assign  to  each  parent— and  it  has  been  equally  interest- 
ing to  observe  their  reactions  when  I  have  dared  to 
question  these  assumptions.  Mothers  are  invited  to 
support  groups,  asked  to  grant  permission  for  various 
tests  and  called  to  conferences  considering  the  appro- 
priateness of  do-not-resuscitate  orders.  Fathers  are  rel- 
egated to  handling  paperwork. 
We  have  a  long  way  to  go  in  educating  our  health 
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FREE  SAMPLE 


WOODBURY  PRODUCIS 
PRESENTS 

Rejoice^/^cn  i  l  d  r  e  n 


MAXIMUM  PROTECTION  FOR  INCONTINENCE  A,N  D  BED  WETTING 


•  Innovatix'e  two-piece  design 
that  combines  cotton  un 
derwear  with  an  ultra 
thin  high  capacit\'  liner 
and  otters  maximum  protec 
tion  without  traditional  diap 
•Pull-up  briefs  and  side-clo; 

that  tit  discree 

•  Advanced  a 
technolog^v  in  liners  ke< 
your  child  dr\'  and  com 

•  liasy  to  change 


rwear  st\'l 
clothinar. 


ncv 


;pS  TtCHNi 

tortable. 


To  order,  Call 


1-800-777-1111 


FREE  SAMPLES 


 circle  #237  

Our  prices  make 
everyone  happy! 

Sciid  for  a  free  catalog 


of  adaptive 
equipment, 


CIrcIa  #  25 

♦    EXCEPTIONAL  PARENT  /  AUGUST  1994 


care  providers  about  the  emotional  needs  of  fathers 
who  have  children  vnth  disabilities.  We  fathers  must 
take  the  lead  in  educating  medical  professionals  and 
advocating  for  ourselves.  We  must  support,  encourage 
and  share  with  each  other  We  must  remind  our  health 
care  providers  that  fathers  are  caregivers,  too. 


Fatkers'  Voices  is  a  regtdar  feature  of  Excep- 
tional Parent  magcudne.  This  column,  coordi- 
nated by  James  May,  Project  Director  of  the 
National  Father's  Netwoiic,  focuses  on  fathers' 
experieruies  rearing  children  vrith  special  needs. 
Your  contrUmtimis  to  this  column  are  encouraged. 

For  more  information  about  the  National 
Fathers'  Network  (NFN)  or  to  rec&,i  their 
newsletter,  write  or  caU:  National  Fathers'  Net- 
work, 16120  NE.  Eighth  Street,  BeUemie  WA 
rSfm,  (206)  747-4004  or  (206)  747-1069  (fa^). 
Pu..^  by  a  Maternal  and  Child  Health  Bureau 
grant,  the  NFN  provides  networking  opportunities 
for  fathers  regarding  their  common  concerns; 
develops  father  support  and  mentoring  programs; 
and  Creoles  curriculum  as  a  means  of  promoting 
fathers  as  significant,  nurturing  people  in  their 
children's  and  families'  lives. 


Together  We  WiU  Reach 
Our  Joumey^s  End  — 

ABetterWorld for  Children  with  Disabilities 

For  more  than  75  years  Civitans  have  enjoyed  working 
together  to  help  people  in  their  communities. 

 pvitam  worldwide  share  your  hope  for  a  bright 

today,  and  a  brighter  tomorrow.  It  is  that  hope 
which  built  the  Civitan  International  Research  Center 
for  developmental  disabilities,  and  it  is  that  hope 
which  lights  our  path. 

Join  us.  Together  we  will  reach  our  journey's  end. 


BuiltltH^it  lieuer  W'orU Simr  I'Jl" 


□ 1  111  iinrTcMril  in  uiniiiiiiiiii;  iin<il>timiil,  l'liv>i-  miuI  iiiiiri-  iiiliiiiiijliiiii  alii.iii  (  uii  in 
srr\kc'  iliiln  in  niv  iiimniiiiiin 
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Special  Bathrooms 


by  Linda  Nitteberg 

Apoorly-tlesigned  bathroom 
often  results  in  a  r.omewhat 
less  than  user-friendly  envi- 
ronment for  a  child  with  a 
disability.  ITiis  article  describes 
adaptations  that  can  make  a  bath- 
room more  accommodating  for  the 
child  with  a  disability  and  for  other 
family  members  as  well. 

When  planning  a  bathroom  pro- 
ject, the  first  concern  should  be 
sal'ety.  A  child  should  never  be  left 
unattended  in  the  bathroom.  Child- 
ren need  to  learn  that  the  bathroom 
is  not  a  place  to  play.  At  an  early 
age,  cliildren  should  be  made 
aware  of  the  possibility  of  house- 
hold accidents  and  taught  how 
such  accidents  may  be  prevented. 

Space  requirements 

It  is  important  to  romember  that  lit- 
tle c'hildren  grow  into  big  children. 
As  cliildron  grow,  they  become 
hea\ier,  their  adaptive  equipment 
becomes  larger  and  they  require 
more  space. 

For  mimy  children,  growing 
older  means  they  will  be  able  to 


77/r  Diasin  R\rii,  iritli  »  built-iu.  iratrr-powcmi  scat 
lift,  (jottl!/ loirers  aiid  niiscs  the  child  without  iisiiifi 
clcctricitij.  It  ran  he  installed  in  aiti/  home  without 
major  troiyoiiizotion  of  plumb  iitii  Uip  bcltK  are  also 
arailahlc.  Klectric  Mobiliti/,  Sewell,  NJ. 


perfoiTO  more  tasks  independently. 
But  the  nature  of  some  disabilities 
may  make  it  more  difficult  for 
some  children  to  develop  indepen- 
dent self-caie  skills — regardless  of 
age.  It  is  important  for  parents  and 
designers  to  commuiucate  with 
doctors,  physical  therapists  and 
occupational  tJierapists  so  these 
factors  can  be  taken  into  account 
before  any  remodeling  project  is 
undertaken. 

In  planning  for  space  needs,  it 
may  be  helpful  to  sort  your  child's 
activities  of  daily  living  into  three 
categories:  1)  activities  your  child 
can  do  independently,  without 
difficulty  or  assistance;  2)  activities 
the  child  can  perform  with 
difficulty  and/or  minimal  assis- 
tance; and  3)  activities  the  child 
can  accomplish  only  with  great 
difficulty  or  complete  assistance. 

Special  bathrooms  need  to  be 
designed  with  adequate  clearances. 
Tlie  "three-four-five  rale"  is  an  easy 
way  to  remember  the  most  impor- 
tant distances.  If  a  person  in  a 
wheelchair  is  to  use  the  bathroom, 
it  should  have  tliree- 
foot  (36")  doorways, 
four-foot  (48")  halls 
Reading  to  the  bath- 
room) and  "aisles" 
(the  space  between 
one  wall  and  an 
object  such  as  the 
toilet  or  sink),  and  a 
five-foot  (60")  turn- 
ing radius.  With 
these  clearances,  the 
space  should  accom- 
modate an  average, 
full-si^ed  wheelchair 
and  will  allow  a  care- 
giver to  move  along- 
side the  child  as 
needed.  The  five-fool 
turning  radius  will 
allow  a  wheelchiiir  to 
turn  aroimd  easily. 


If  diapering  is  a  concern,  a 
space  should  be  designed  for  this 
activity.  One  idea  is  to  incorporate 
a  fold-down  changing  table.  Be 
sure  to  provide  for  nearby  storage 
of  diapers  and  supplies. 

Storage 

Storage  space  is  an  important  issue 
in  the  design  of  any  bathroom.  The 
design  of  storage  space  should  con- 
sider the  needs  of  each  family 
member  who  will  be  using  the 
bathroom.  You  may  want  to  con- 
sider the  storage  of  hygiene  and 
health-care  items  such  as  medica- 
tions, IV  supplies,  feeding  supplies, 
catheter  and  enema  equipment,  dia- 
pering supplies  and  exercise  equip- 
ment (for  example,  if  the  child  does 
therapeutic  activities  such  as 
range-of-motion  exercises  and 
needs  storage  for  items  like  small 
weights). 

It  is  also  important  to  store  items 
such  as  medications,  razors, 
makeup  and  cleaiung  supplies  sep- 
arately and  out  of  the  child's  reach. 
Consider  using  locking  devices  on 
cabinets  or  drawers  that  contain 
these  types  of  products. 

Products 

Depending  on  the  child's  abilities 
and  needs,  a  range  of  special  prod- 
ucts may  be  useful: 
•  Grab  bars  should  be  carefully 
placed  at  the  entry  to  all  showers 
and  bath  tubs.  They  must  be 
installed  according  to  manufac- 
turer's instructions — preferably  by 
a  carpenter.  Make  sm  e  that  there  is 
adequate  wood  backing  behind 
sheet  rock  to  securely  anchor  the 
bars.  Behind  the  wall,  bracing  can 
,  be  installed  at  heights  sufficient  for 
current  and  future  needs. 

As  your  child  grows,  you  can 
move  the  grab  bars  higher.  Keep  in 
mind  that  most  adults  like  their 
grab  bars  placed  33  to  36  inches 
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above  the  finished  floor.  Never  use 
a  grab  bar  as  a  towel  bar  (to  avoid 
grabbing  for  an  unstable  towel  in 
place  of  the  grab  bar  or  vice  versa). 
•  Scald- resistant  faucets  should  be 
installed  in  all  bathrooms  used  by 
children.  Most  manufacturers  make 
a  pressure-balance  mechanism  and 
some  offer  thermostatic  control. 
Most  faucet  users  who  have 
difficulties  with  grip  or  strength 
prefer  styles  with  long,  lever  han- 
dles. There  are  a  few  faucets  on  the 
market  that  can  be  operated  with- 


Flipper  doors  make  wheelchair  access 
easy;  materials  can  be  found  in  any 
twrdwai-e  store.  Fold-dmon  grab  bars 
smrounding  tlu^  Univeisat-RumUe 
Toilet  (Universal-Rundle,  Neiv  Castle, 
PA)  arc  included  on  a  midti-tmck  sys- 
tem fmm  Ptx'ssatit  tliat  accommodates 
grab  bars,  beiwhes  and  a  wall-hung 
sink.  This  system  allotrs  all  items  to 
be  adjusted  fmm  left  In  right  and  up 
atid  domi.  Easy-grip  lever  handles  on 
sink  (ROHL,  Costa  Mesa,  CA  92626). 

out  even  a  touch.  These  may  be 
ideal  for  individuals  who  have 
severe  fine-motor  or  hand-strength 
limitations. 

•  Tiib  and  shower  contmls  should 
be  positioned  near  the  entrance  to 
the  tub  or  shower,  out  of  the  water 
stream.  This  allows  for  added 
safety.  It  also  allows  the  caregiver- 
to  operate  the  controls  without  get- 
ting wet. 

•  A  hand-hjcld  shower  on  a  pole 
can  be  useful.  The  pole,  which 
resembles  a  vertically-attached 


towel  bar,  connects  the  shower 
head  to  a  sliding  piece  that  allows 
the  unit  to  be  positioned  at  the 
right  height  for  any  user.  Because 
the  shower  head  is  detachable, 
rinsing  is  much  easier  It  also 
comes  in  handy  for  cleaning  the 
tub  or  shower 

•  Shower  doois  come  in  a  variety 
of  styles.  Some  have  no  track  on 
the  top  or  bottom.  Consider  using  a 
non-glass  enclosure  for  safety. 

•  Fold-doivn  shower  benches 
should  be  considered  for  all  show- 
ers. A  bench  provides  a  place  for 
the  person  being  cleaned  to  sit,  an 
opportunity  to  rest  if  fatigued  and 
an  easier  way  to  wash  one's  feet  or 
shave  one's  legs.  Look  for  a  bench 
that  offers  tlie  size  and  support 
needed.  As  with  grab  bars,  proper 
installation  into  solid-wood  bracing 
is  essential. 

Electrical  outlets 

Safety  is  a  primary  concern  when 
electrical  outlets  are  being  consid- 
ered. Ground  fault  circuit  inter- 
nipt  (GFCI)  outlets  protect  against 
electrocution  by  deadening  electri- 
cal appliances  upon  contact  with 
water  Childproof  outlets  are 
secured  behind  a  plastic  cover 
when  not  in  use.  Gtvunded 
sioitehes  are  connected  to  an 
underground  system  that  protects 
electrical  appliances  in  the  event  of 
a  power  surge  or  outage.  For  added 
safety,  sliatteri>;oof  light  fixtures 
are  also  strongly  recommended. 

Flooring 

Certain  non-slip  flooring  such  as 
vinyl,  linoleum  and  certain  ceramic 
tiles  may  be  installed  to  increase 
safety.  Rugs  should  not  be  used. 
Carpets  are  hard  to  clean  and 
difficult  for  wheelchair  users  to 
maneuver  on.  Throw  rugs  aie  likely 
to  slide  around  and  could  get  in  the 
way  of  canes  or  walkers. 

Additional  resources  for 
design  assistance: 

The  National  Easter  Seal  Society 
(230  West  Monroe  St.,  Suite  1800, 
Chicago,  IL  60606,  312/726-6200) 


offers  a  free,  nine-page  brochure 
that  includes  accessibility  check- 
lists and  design  ideas.  Ask  for 
Easy-Access  Housing  for  Easier 


Fold-dcnvn  shower  bench  offers  a  place 
to  sit  for  easier  washing,  manufac- 
tutvd  by  Pivssalit  in  Ewvpe.  Call 
P)-essalU  at  800/346-2380 for  more 
infoiination. 


Living.  Send  a  self-addressed, 
stamped  envelope  with  your 
request. 

The  National  Kitchen  and  Bath 
Association  (NKBA,  687  Willow 
Grove  St.,  Hackettstown,  NJ  07840, 
(800)  367-6522)  can  provide  lists  of 
certified  designers  and  rules  for 
Idtchen  and  bath  design.  (Keep  in 
mind,  however,  that  some  rules  may 
not  apply  to  certain  disabilities.) 

Linda  Nitteberg,  CKD,  is  a  general 
contractor,  designer  and  the  oivner 
of  Concepts 
Kitchens  .-xm) 
Baths  Plus. 
Linda  lias  been 
a  long-time 
advocate  for  the 
rights  of  indi- 
viduals with 
disabilities.  She 
is  a  regular  speaker  at  design 
cla.sses  and  teaches  at  NKBA 
national  conferences.  Linda,  her- 
self a  luheelcfiair  user,  brings  a 
unique  mixture  of  expertise  and 
personal  eocpeiience  to  the  topic  of 
accessible  and  adaptive  desigji. 
Readers  are  invited  to  contact  her 
at  Concepts  Kitch    ,  and  Baths 
Pius,  Jt66  Meridian  Ave.,  San  Jose, 
CA  95126. 
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Key 

Bath  items  manufactured  by  these  companies  are 
indicated  by  ttie  following  numerical  codes: 

1.  grab  bars,  tub  rails 

2.  accessible  stxwrers 

3.  adapted  battitubs 

4.  seats,  benches,  chairs  for  shower;  or  tub 
transfer  seats 

5.  bathtub  lifts 

&  adaptive  toilets,  commodes,  portable 

commodes 
7.  toilet  seats,  supports,  accessories 
&  adaptive  sinks 

9.  faucets,  temperature-control  faucets, 

fixtures,  handheld  showers,  accessories 
m  whirlpooi  baths,  hydrotherapy  devices 


AccessAble 
Environments 

 ;,  2.  4,  5.  6.  7.  9 

111  Cedar  St 

New  Rxhelle.  NY  10801 

(914)632-0177 

See  ad  on  page  12 

Accessibility  Design 
Associates  /,  5. 9 

1711  Old  Freehold  Rd 
Toms  River,  NJ  08755 
(908)  505-0928 


j 

Access  industries  5  i 

4001  El  38th  St  ' 
Grandvlew,  MO  64030  i 
(800)925-3100  ; 


ACTIVEAID  4.  6 

One  Activeaid  Rd 
PO  Box  359 
Redwood  Falls 
MN  56283-0359 
(800)  533-5330 


American  Bidet  

Box  1500 

Hollywood.  FL  33022 
(305)  983-3333 

American  Standard  .. 

1  Centennial  Ave 
PO  Box  6820 
Piscataway.  NJ  08855 
(800)  442-1902 
See  ad  on  page  5 


Aijo  5,  10 

8130  Lehieg  Ave 
Morton  Grove,  IL  60053 
(800)323-1245 

Ashiand 

Manufacturing  2.3.4.8 

Shepherd  Care  Unit 
2767  Mill  St 

Ashland,  KY  41 105-0190 
(606)324-9713 

ASi  American 
Specialties  1.9 

441  Saw  Mill  River  Rd 
Yonkers,  NY  10701 
(914)476-9000 

Baiieiift-DSi  1.5 

16139Runnynie(1eSt. 
VanNuys,  CA  91406-2913 
(818)  782-6793 

BatliEase  3 

3815DarstonSt 

Palm  HartMr.FL  34685-31 19 

(813)786-2604 


Bathe-Eez   

PO  Box  365 
Springfield,  PA  19064 
(215)  328-0802 


Btocar  Products  

PO  Box  68024 
Cincinnati,  OH  45206 
(8001 827-1207 


CDSpariing  

498  Farmer  ot 
Plymoutti,  Ml  48170 
(313)455-3121 


...  9 


Capri  Plastics  

1801  SE  Industrial  Rd 
PO  Box  705 
Brainerd,  MN  56401 
(800)-843-7226 


Carderocl(  

PO  Box  4061 
Rockville,  MO  20850 
(202)  342-9390 


.10 


Danmar  Products        7  | 

221  Jackson  Industrial  Or  \ 

AnnArtwr,  MI48103  ! 

(800)783-1998  ] 

Duraiife  4.  6  \ 

R1700  Riverside  Or  ' 

Soutti  Vi/illiamsport,  PA  ; 

17701-7034  i 

(800)  443-5433  , 

Ouro  Med  industries  ....1.7  | 

PO  Box  688  I 

Hackensack,  NJ  07602  ; 

(800)  526-4753  i 

Dynamic  Ufe  Products  4  ' 

3701  Birch  St  I 

Newport  Beach,  CA  92660  ! 
(714)756-3235 


Anaco  

909  5th  Ave,  NE 
Brainerd,  MN  56401 
(218)  829-8488 


.10 


:  Bathroom  Gem  

!  2909  Ingersoll  Ave 

!  Des  Moines  lA  50312 

i  (800)453  8880 


Carex  Health  Care 
Products  

PO  Box  20260a 
Newark,  NJ  07101 
(800)  526-8051 


Chicago  Faucet 

2100  Clearwater  Or 
DesPlaines,  IL  60018 
(312)  694-4400 


.1.4.7 


adaptAbiiity  2 

PO  Box  51 5 

Colchester.  CT  06415-0515 
(800)  286-9941 

Adaptive  Design  Shop  . .4,  7 

12847  Point  Pleasant  Drive 
Fairfax,  VA  22033 
(703)631-1585 
SeeadonpageU 

Al-Len  Pattern  9 

1931  Perry  Hwy 
Fredonia,  PA  16124 
(412)  475-3708 


Andermac  

2626  Live  Oak  Hv/y 
Yuba  City.  CA  95991 
(800)  824-0214 

Aqua  Glass  2. 4 

PO  Box  41 2 
Adamsville,TN  38310 
(800)  238-3940 

Aquarius  Industries  2. 3 

Route  1.  Box  460 
Industrial  Park 
Savannah.  TN  38372 
(800)  223-8827 

AQUATEC  Health  Care 
Products  5 

PIIP-ICM  Building 
1003  International  Or 
Oakdale.  PA  15071 -9223 
(412)695-2122 
SeeadonpageGZ 


;  BIdette  7 

I  16816  N  35th  Ave  #11 
j  Phoenix,  AZ  85023 
!  (602)938-3990 

j 

!  Bobrick  Washroom 
Equipment  /.  4 

11611  Hart  St 
North  Hollywood,  CA  91 605 
(818)982-9600 


Clark  Medical  Products5, 6 

5510AmblerDr,  UnitIO 
Mississauga,  Ontario 
L4W2V1.  Canada 
(800)  889-5295 

Columbia  Medical  4.6 

PO  Box  633 

Pacific  Palisades.  CA  90272 
(800)  454-6612 
Seeadonpage20 

Columbus  McKinnan....4. 5 

1 40  John  James  Audubon 
Pkwy 

Amherst,  NY  14228-1 197 
(716)689-5400 


Alsons  Corporation 

42  Union  St 
Hillsdale,  Ml  49242 
(800)  421  -0001 


Arcoa  industries. 

.  9  \  2348  Meyers  Ave 
'  Escondido 
!  CA  92029-1008 
'■  (619)  489- 11 -T 


Bollen  Products  /.  4 

5425  Hamilton,  Unit  E 
Cleveland,  OH  44114 
(216)391-2600 

Bradley  9 

PO  Box  309 
9101  Fountain  Blvd 
Menomonee  Falls,  Vifl  53051 
(414)  251-6000 

Brewer  1.4.  5.  6.  7 

13901  Main  St 
PO  Box  159 

Menomenee  Falls.  Vifl  53051 
(800)508-8777 

'  Briggs 

Plumbingware  ...  .3.6.  7  8 
I  4350  Vifest  Cypress 

Tampa.  FL  33607 

(813)878-0178 


I 


DSI  (Driving 

Systems  Inc)  1.5 

16139RunnymedeSt 
Van  Nuys.CA  91 406-291 3 
(818)782-6793 


Electric  Mobility  3  j 

#1  Mobility  Plaza  i 

Sewell,  NJ  08080  i 
(800)  662-4548 

Eljer  Plumbingware.. /.  3,  6 

100  Forbes  Ave.  #850 
Pittsburgh,  PA  15222-1311 
(412)  338-3330 

ETACUSA  /.  4.  5.6.  7 

2325  Parklawn  Dr.  Ste  J 
Waukesha,  Wl  53186 
(800)  678-3822 

Femo  Hie  Div  Of 
Femo-Washington  10 

70  Weil  Way 

Wilmington,  OH  45177-93/1 
(513)382-1451 


Crane  Plumbing/ 

Fiat  Products  789 

1235HartreyAve 
Evanstown.lL  60202 
(708)  864-9777 


Cweco  

P.O.  Box  2456  . 
Gardena.CA  90247-0456 
(310)  538-9440 


Fiat  Products  

1235  HartreyAve 
Evanston,  IL  60202 
(708)  864-9777 


Franklin  Brass  

PO  Box  5226 
Culver  City,  CA  90231 
(800)  421  -3375 


3.6  8 


Frohock-Stewart  1.2.4 

455  Whitri?.y  Ave 
PO  Box  330 

Northboro,  MA  01 532-0330 
(800)  343-6059 

GAR  Hospital  Equipment..^ 

PO  Box  30271 
Cleveland,  OH  44130 
(216)546-1767 

 2.  3 


Dana  Douglas 
Medtoal  

PO  Box  1369 
Ogdensburg.  NY  13669 
(800)  267-3552 


;.  4.  7 


GTTl  

11 67  Hastings 
Traverse  City,  Ml  49684 
(616)941-2041 

I  Garelkik 

I  Manufacturing  4  6  7 

!  644  Second  St 

I  St  Paul  Park,  MN  55071 

1  (800)457-9795 
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Gertwr  Pfcimbing 
Fixtures  6,  9 

4656  WTouhy  Ave 
Chicago,  IL  60646 
(800)  543-7237 


Grand  Traverse 
Technologies  3 

1167  Hastings  St 

Traverse  City,  Ml  49686-431 8 

(616)  941-2041 

Grant  Water  X  5 

986  Bedford  St 
PO  Box  3456 
Stamford,  CT  06905 
(800)  243-5237 

Grohe  America  9 

241  Covington  Or 
Bloomingdale,  IL  60108 
(708)  582-7711 


Guardian 

Products  1.4.5.6.7 

41 75  Guardian  St 
SimI  Valley,  CA  93063 
(800)  255-5022 


Gunneil  4 

8440  State  St 
H/lillington,  m  48746 
(800)551-0055 


Han-D-Products  1 

3999  Partway  Ln 
Hilliard,  0  43026-1 252 
(614)876-6625 

Handi-Move  4, 5 

982  Route  1 
Pine  Island,  liiY  10969 
(800)  724-5305 
Soeadonpage37 

Health  and  Community 
living  4. 5 

9833  Whetstone  Or 
Gaithersburg,  MD  20879 
(800)736-6617 

Homecare  Products  3 

15824  SE  296th  St 
Kent,  WA  98042 
(800)451-1903 
Seeadonpage32 

Innovatrae  Medical 
Engineering  5 

1 3402  S  Prairie  Ave 
Hawthorne,  CA  90250 
(310)675-8229 

Innovative  Products 
Unlimited  4, 6 

4351  W  College  Ave,  Ste  505 
Appleton,  WI54914 
(800)  424-3369 


International  Cushioned 
Products  3 

#202-8360  Bridgeport  Rd 
Richmond,  BC 
V6X  3C7,  Canada 
(800)  882-7638 

intemationai  Healthcare 
Products  5 

4222  S  Pulaski  Rd 
Chicago,  IL  60632 
(800)  423-7886 

Invacare 

Corporation  ;,  4  7.  9 

PO  Box  4028 
899  Cleveland  St 
Elyria,  OH  44036-2125 
(800)  333-6900 

J.  C.&  Company  7,  9 

6670  30th  Ave 
Remus,  Ml  49340 
(517)967-3418 

Kendall  Future  7,  6.  7 

5405DuPontCir,SteA 
Milford,  OH  45150 
(800)933-0210 

Kohler  3,  6.  10 

444  Highland  Or 
Kohler.  Wl  53044 
(414)457-4441 


Larfcotex  ;,  6 

1002  Olive  St 
PO  Box  449 
Texarkana,  TX  75501 
(800)  972-3037 

LubidetUSA  7 

950  S.  Cherry  St,  Ste  506 
Denver,  CO  80222 
(800)  582-4338 

Lumex  1.4,6.7  9 

lOOSpenceSt 

Bay  Shore,  NY  11706-2290 

(800)  645-5272 

Maddak  1.  7 

6  Industrial  Rd 
Pequannock,  NJ  07440 
(800)  443-4926 

Med/West  7 

702  South  3rd  Ave 
PO  Box  130 

Marshalltov^n,IA  50158 
(515)752-5446 

Medi  Sports  Health 
Homecare  4 

75  York  Ave 
PO  Box  302 
Randolph,  MA  02368 
(800)  225-8634 

MedTek  Resources  ;,  4 

204-A  North  Clay 
St.  Louis,  MO  63122 
(314)966-0221 


Mocn  9 

25300  Ai'Moen  Or 
North  Almsted,  OH  44070 
(800)  553-6636 


Medical  Surgical 
Specialties  3 

Home  Care  Division 
5148  Lovers  Ln 
Kalamazoo,  Ml  49002 
(800)  527-5672 


Nor-Am  Patient  Care 
Products  2.  10 

2410SpeersRd 
Oakville,  Ontario 
Canada  L61  5M2 
(905)  825-0094 


Omni  Manufacturing  ....1.6 
4355  Intemationai  Blvd 
Norcross,  (3A  30093 
(800)554-9215 


Ondine  from  Intertiath  9 

665  N  Baldwin  Park  Blvd 
City  of  Industry 
CA  91 746-1 491 
(800)  423-9485 


Ortho-Kinetics  4 

W220  N507  Springdale  Rd 
PO  Box  1647 

Waukesha,  Wl  53187-1647 
(800)824-1068 


Let  us  help  you  and  your  child  with  friendly,  high 
quality  materials: 


•  picture  communication 

•  feeding  and  swallowing 

•  language  development 

featuring  the  Hanen  Program 

•  toys  and  games  to  train 
daily  living  skills 


Pictures  shoum  arc  cnmmunicalioii 
Stickers  from  our  Pick '«  Stick 
Primary  Pack. 

Call  or  write  for  our  free  catalog; 
Imaginart  Communication  Products 
307  Arizona  Street,  Dept.  EP4,  Bisbee,  AZ  85603 
(800)  828-1376 
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Improves  coordination, 
postural  control  and 
muscle  tone. 
Provides  independence. 
Secured  in  center  Vk-ith 
belt  or  seat. 
Trade-in  policy. 
S.M.L 

Covered  by  most 
insurance  companies. 


THE  WATER  WALKER 


I'rone  or  supine  support. 
Contour  lines  that  alkw 
use  of  arms  and  legs. 
Straps  to  secure  person 
on  tloat. 

Pillow  for  head  support. 
S.M.I. 


AQUATIC  THERAPY  FLOAT 

Contact: 

AQUATIC  THERAPY 

1903  East  B  Avenue 
Plainwell,  MI  49080 
(616)  349-9049 


Circl«#170 


Kay 

1.  grab  bars,  tub  rails 

2.  accessible  showers 

3.  adapted  bathtubs 

4.  seats,  benches,  chairs  for 
shower,  or  tub  transfer 
seats 

5.  bathtub  lifts 

e.  adaptive  toilets, 
commodes,  portable 
commodes 

7.  toilet  seats,  supports, 
accessories 

8.  adaptive  sinks 

9.  faucets,  teinperature- 
control  faucets,  fixtures, 
handheld  showers, 
accessories 

10.  whlrlpool  baths, 
hydrotherapy  devices 


PCP  Champion  / 

PO  Box  125 

Ripley,  OH  45167-01 25 
(800)  888-0867 

Panasonic  4 

One  Panasonic  Way 
Secaucus,  NJ  70940 
(201)348-7231 

Parker  Bath 

Developments  10 

Village  Green  Business  Center 
805  Teal  Or 
Gallatin,  TN  37066 
(800)  457-8827 


Porta  Shower 

of  America  2.9 

3  Dunham  Rd 
Billerica,I^A0i821-5728 
(800)  422-0098 
See  ad  on  page  61 

Porto  Lift  5 

P0Box5 

Higgins  Lake,  Ml  48627 
(517)821-6688 

JA.  Preston 

Corporation  /.  4, 5.  7 

PO  Box  89 

Jackson,  Ml  49204-0089 

(800)631-7277 

See  ad  on  back  cover 

Rehab  Center 

for  Children  3,6 

633  Wellington  Ores 
Winnipeg,  Manitolia 
R3M  0A8  Canada 
(204)452-4311 

REON  9 

7486LaJolla  Blvd,  #555 
UJolla,CA  92037 
(800)  776-7366 

RIfton  Equipment  4,  7 

Rte213,  POBOX901 
Rifton.  NY  12471-0901 
(800)  374-3866 
(914)  658-8799 

ROHL  9 

1559SunlandLn 

Costa  l^esa.CA  92626-1 51 4 

(800)  777-9762 


Rollins  Healthcare 

7201  Haven  Ave.  #321 
AltaLoma,  CA91701 
(800)  765-7752 
Seeadonpage33 


SafeTBath  

185  MillburyAve 
Mlllbury,  1^01527 
(508)  865-2361 


SafeTek 

International  1. 3. 4, 9 

4340  Fortune  PI  Unit  A 
West  Melbourne,  FL  32904 
(800)  950-3664 

Sando  Handicap  Aids  .  .  .  4  6 

PO  Box  86 
Hurley,  I^S  39555 
(800)  626-1761 

Showervell  9  W 

PO.  Box  88 
Dowagic,  Ml  49047 
(800)  458-9036 

SIteraft  2.4.5.6.  10 

528  Hughes  Or 
Traverse  City,  Ml  49684 
(800)  678-7100 

Stem  Williams  9 

PO  Box  8004 

Shawnee  Mission,  KS  66208 
(910362-5635 

Sunris6  Medical  4 

2355  Crenshaw  Blvd,  #150 
Torrance,  CA  90501 
(310)328-8018 


Technically  Unique 
Bathing  Systems  3 

7  Monroe  St 
Troy,  NY  121 80 
(518)  274-2284 

Tetra  Development 
Society  1. 4 

Plaza  of  Nations,  Box  27 
770  Pacific  Blvd,  S 
Vancouver,  BC 
V6B  5E7,  Canada 
(604)  688-6464 

Themial  Electic  10 

455  Rte  30 
Imperial,  PA  151 26 
(800)  633-8080 

TOTOKIKIUSA  6.9 

415WTaftAve,  Unit  A 
Orange.  CA  92665 
(714)  282-8686 

Tri-S-Sales 

and  Manufacturing 

PO  Box  623  4 

Highway  81  South 
Grafton,  NO  58237 
(800)279-1400 


4.  7 


Trtijillo  Industries 

8038  Allport  Ave 
Santa  Fe  Springs,  CA  90670 
(310)696-0539 

Tub  Master  

41 3  Virginia  Or 
Oriando.  FL  32803 
(800)327-1911 


Tubular  Fabricators.. 4.  7 

600  West  Wythe  St 
Petersburg,  VA  23803 
(800)526-0178 

Tubular  Specialties 
Manufacturing  9 

13011  South  Spring  St 
PO  Box  60262 
Los  Angeles,  CA  90060 
(800)  225-5876 


Tuffcare  

2700  Saturn  St.  #A 
Brea,CA  92621 -6704 
(800)367-6160 

Uttrafk)  Corporation.. 

Perkins  Industrial  Pk 
PO  Box  2294 
Sandusky,  OH  44870 
(419)626-8182 


Universal  Bundle . 

PO  Box  29 
New  Castle 
PA  161 01 -0960 
(412)658-6631 


WInco  

5516SWFirstLn 
Ocala,  FL  34474-9307 
(800)  237-3377 


.1.2  9 


.1.  4 


WorkStatkms  

165  Front  St 
Chicopee,  MA01013 
(800)  759-6948 


T^erkshire 


is  a  private,  non-profit 
year-round  residential  school 
for  children  and  adolescents 
who  are  developmentally 
delayed  and  may  be  multiply 
disabled. 

We  believe  that 
everyone,no  matter 
how  severely  disabled  or 
mentally  retarded,  can  make 
progress,  and  that  through 
careful  assessment  of  all 
aspects  of  development, 
considered  planning  and 
teaching,  round-the-clock  structure,  and  a  nurturing  environment, 
young  people  can  achieve  their  maximum  potential. 


Beautiful  campus  in  the  heart  of  the 
Berkshire  hills,  with  cheery,  comfortable  semi- 
private  rooms 

Innovative  learning  center  with  unique,  year- 
round  curriculum 

Hydrotherapy  in  an  indoor  therapy  pool 
and  hubbard tank 

Augmentative  communication  systems 
developed  along  with  total  communication 

Intensive  physical  therapy 

Around-the-clock  advanced  medical  care 

Functional  Communication  used for  an  advanced 
approach  to  behavior  management 

Associations  with  leading  specialii^ts  and  major 
medical  centers  throughout  the  country 

Parent  association  and  open-doorvisiting  policy 

Gail  W,  Charpeniier,  Executive  Director 
Berkshire  Meadows 
249  North  Plain  Road,  Housalonic, 
MA  01236  (413)528-2523 
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Incontinence  Resources 

The  HIP  Resource  Guide 

The  1 994  edition  of  the  Help  for  Incontinent  People  (HIP)  Resource  Guide  provides  informa- 
tion on  products  and  services  for  people  with  incontinence. 

The  ■  lide  was  developed  to  assist  people  who  are  undergoing  medical  treatment  for 
incontinence  and  for  people  whose  incontinence  cannot  be  cured. 

The  resource  guide  lists  all  companies  that  manufacture  or  distribute  incontinence  prod- 
ucts and  have  made  themselves  known  to  HIP.  The  guide  categorizes  products,  manufac- 
turers, distributors  and  mail/phone-order  resources.  The  last  section  of  the  resource  guide 
lists  organizations  that  may  provide  helpful  information  for  people  with  Incontinence  and 
their  families.  It  includes  names,  addresses,  telephone  numbers  and  a  description  of  the 
services  provided  by  each  group. 

The  Help  for  Incontinent  People  Resource  Guide  published  every  two  years,  is  just  one 
service  provided  by  HIP,  a  national,  nonprofit  organization.  HIP  also  publishes  a  quarterly 
newsletter  and  provides  audio/visual  programs,  books,  educational  leaflets,  a  continence 
referral  service  and  support  and  advocacy.  For  a  free  information  packet,  send  $1 .00  and  a 
long,  self-addressed,  stamped  envelope  to  HIP  PO.  Box  544,  Union,  SC  29379.  The 
resource  guide  can  be  ordered  by  calling  (800)  252-3337;  $1 2,  includes  postage  and  han- 
dling. HIP  members  ($1 5/year)  receive  the  resource  guide  free. 

The  Simon  Foundatian  for  Continence 

The  Simon  Foundation  for  Continence  is  an  organization  dedicated  to  bringing  the  topic  of 
incontinence  out  of  the  closet  and  removing  its  stigma.  The  Simon  Foundation  is  also  dedi- 
cated to  education  for  people  affected  by  incontinence,  their  families  and  the  health  care 
professionals  who  provide  their  medical  care. 

The  Foundation  published  the  first  book  geared  toward  the  general  public  on  the  topic  of 
incontinence.  That  book.  Managing  Incontinence:  A  Guide  to  Living  with  Loss  of  Bladder 
Control,  may  be  very  helpful  to  parents  of  teenagers  who  are  incontinent.  The  book  is  avail- . 
able  from  the  Foundation  ($1 1 .95,  includes  postage  and  handling). 

The  Simon  Foundation  offers  a  wealth  of  other  information  including  books,  videotapes 
and  reprints.  The  Foundation  also  offers  a  quarterly  newsletter  for  members  ($1 5/year),  For 
a  free  information  packet,  call  (800)  237-4666  or  write  to  the  Simon  Foundation  for  Conti- 
nence, PO,  Box  835,  Wilmette,  IL  60091 , 


Manufacturers  of  Incontinence  Products 


3M  Health  Care  5 

270-4A-05,  3M  Center 
St.  Paul,  MN  55144-1000 
(800)  364-3577 
Access  Medical  Supply.  .2 
2006  Crown  Plaza  Dr 
Columbus,  OH  43235 
(800)  242-2460 
See  ad  on  page  25 

Acme  United  Corp  5 

75  Kings  Hwy  Cutoff 
Fairtield,  CT  06430 
(800)  835-2263 

KEY: 

1.  disposable  products  such 
as  diapers,  briefs,  inserts, 
underpads 

2.  reusable  products  such  as 
diapers,  briefs,  pants, 
panties,  liners,  underpads 
and  sheets 

3.  external  urinary  collection 
cfewcessuch  as  catheters 
and  accessories 

4.  fecal  incontinence  systems 

5.  skin  care  products  such  as 
special  cleaners,  lotions, 
creams 

6.  deodorizing  products 

7.  bedwetting products 

8.  bioleedbacl(  systems 


Allstate  Medical 
Products  2 

3100RanchviewLn 
Minneapolis,  MN  55447 
(800)  328-2915 

American  Health 

Products  ;,  2,  11 

5353WayzataBlvd, 
Ste615 

Minneapolis,  MN  55416 
(800)651-6223 

American  Medical 
Systems  3 

Incontinence  Info  Center 
P0Box9 

Minneapolis,  MN  55440 
(800)843-4315 

Americare  Products  2 

3950-A  Nebraska  St 
Newportville,  PA  19056 
(800)  220-2273 

Andermac  6 

I  2626  Live  Oak  Hwy 
Yuba  City,  CA  95991 -8810 
(800)  824-0214 

Antiodoranf 

Technologies  5,  6 

8000  West  20th  Ave 
Hialeah,  FL  33016 


.2  3 


A-T  Surgical  Mftg  Co . 

115ClementeSt 
Holyoke,MA01040 
(800)  225-2023 


Bard 

Patient  Care  3  4,  5.  6 

111  Spring  St 
Murray  Hill,  NJ  07974 
I  (800/526-4930 

I  Barria  Limited  3 

1680QuincyAve.SteC 
i  Naperville,  IL  60540 
(800)  775-2276 

Baxter  Clinical 

Alternate  Site  3,  5 

One  Parkway  North,  Ste  100 
Deerfield.lL  60015 
(800)635-6121 

B-Dry  2 

I  2555  Merricl<  Rd 
\  Bellinore.  NY  11710 
!  (800)826-2379 


Beaumont 

Products  5,  6 

2197  Canton  Rd,Ste  201 
Marietta,  GA  30066 
(800)451-7006 


BeM-Hom  1,2 

William  H.  Horn  &  Brothers 
451  North  Third  St 
Philadelphia,  PA  19123-4197 
(800)  366-4676 

Biosearch  Medical 
Products  8 

35  Industrial  Pkwy 
PO  Box  1700 

Somer'/ille.NJ  08876-1276 

(800)  326-5976 

Biotechnics  Mgmt  Ltd  ...2 

2038  East  31 10  South 
Salt  Lake  City,  UT  841 09 

(801)  484-6833 

Birchwood 

Laboratories  5 

7900  Fuller  Rd 

Eden  Prairie,  MN  55344 

(612)  937-7943,  Ext  1 

Boston  Pacific  r.>dical...3 
451  D  St,  Ste  811 
Boston,  MA  02210 
(800)  735-8505 

Bottom  Line  Diapers  2 

11240  240th  St 
Scandia,  MN  55073 
I  (612)257-5292 

Byram  Healthcare 
Centers  3 

.75  Holly  Hill  Ln 
Greenwich,  CT  06830 
(800)  354-4054 

Calgon  Vestal 
Laboratories  5 

PO  Box  147 

St.  Louis,  MO  63166 

(800)  325-8005 

Camp  International  2 

PO  Bex  89 
Jackson,  Ml  49204 
(800)492-1088 

Care-Tech 

Laboratories:  5,  6 

3224  South  Kings  Hwy  Blvd 
St,  Louis,  MO  63139 
(800)  325-9681 

Carex  Health  Care 
Products  3 

39  Tompkins  Point  Rd 
PO  Box  20260A 
Newark,  NJ  071 14 
(201)  824-7637 

Carrington 

Laboratories  5.  6 

2001  Walnut  Hill  Ln 
Irving,  TX  75038 
(800)  358-5205 

Caring  Products 
I  International  1,2 

■  250  Park  Ave,  Ste  1930 
:  NewYork,  NY  10177 
I  (212)599-2888 

I  Cascades  H.B.A  /,  2 

1  First  St 

I  Palmer  MA  01 069  0720 

!  (800)666-120S 


Cascades  P.S.H. 

999  Farrel  St  2 

Drummondville,  Quebec 
Canada J2C-5P6 
(819)  477-5077 

Changing  Worid 
Products  6 

669  Summit  St 
Englewood  Cliffs 
NJ  07632 
(201)567-4227 

The  Clinipad  Corp  5 

66  High  St 
Guilford,  CT  06437 
(800)  243-6548 

Coloplast  3 

5610  West  Sligh  Ave 
StelOO-C 
Tampa,  FL  33634 
(800)  237-4555 

Comfort  2 

377  Bering  Ave 
Toronto,  Ontario 
Canada  M8Z-3B1 
(416)763-6740 

Comfort  Concepts  2 

114  Essex  St 

Rochelle  Park,  NJ  07662 

(800)  935-2241 

Confab 

(ICD  Industries)  2 

601  Allendale  Rd 

King  of  Prussia,  PA  19406 

(800)  262-0042 

ConvaTec  3 

A  Bristol-Myers  S(,uibb  Co 
PO  Box  5254 

Princeton,  NJ  08543-5254 
(800)422-8811 

Cypress  Medical 
Products  3 

1202  South  Rte  31 
McHenry,  IL  60050 
(800)  334-3646 


Oacomed  3 

1701  East  79th  St 
Minneapolis,  MN  55425 
(800)328-1103 

Dale  Medical  Products  ...3 

PO  Box  1556 
7  Cross  St 
Plainville,  MA  02762 
(800)  343-3980 

Dan"::;:  Products  2 

221  Jackson  Industrial  Dr 
Ann  Arbor,  Ml  48103 
(800)  783-1998 

Oav-Mar  Medical 
Products  2 

35  East  Grassy  Sprain  Rd 
Yonkers,  NY  10710 
(800)736-1800 

OeWitt  USA  6 

1604  Stockton  St 
Jacksonville,  FL  3??()4 
(800)  735-0666 
Dow  Hickam 

Pharmaceuticals  5 

PO  Box  2006 
Sugarland,  TX  77487 
(800)231-3052 
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Secure®  offers  consumers  lighter  weight,  thinner,  yet  highly 
absorbent  products,' ranging  from  Pads,  Guards,  Beltless 
Undergarrpents,  Belted  Undergarments  and  Fitted  Briefs 
in  Youth,  Smell,  Medium,  Large  and  Extra  Large. 
Secure^>  products  give  you  the  comfort  and  security  you  need 
at  the  price  you  can  afford. 

SPECIAL  INTRODUCTORY  OFFER 

$4>^^  Cash  Rebate 

Call  1-800-638-8800  lo  oi  dci  yoiu  FREE  sample. 


Incontinence 
Manufacturers 


Dundee  Mills 

Healtticare  Products  2 

111  West40ttist 
NewYork,  NY  10018 
(212)  840-7200 

Durallne  Medical 

Products  2.  3 

324  Werner  St.  PO  Box  67 
Leipsic.  OH  45856 
(800)  654-3376 
See  ad  on  page  57 

Dura  Tex  ;.  2 

POBOX67,  Dept315 
Leipsic,  OH  45856 
(800)  628-4761 

Duro-Med  Industries../.  2 

301  LodI  St 

Hacl<ensacl<.  NJ  07602 
(800)  526-4753 

Dynarex  Corp  5 

One  International  Blvd 
Brewster,  NW 10509 
(800)431-2786 

Ediey  Enterprises  2 

PO  Box  429 

Sanbornville.  NH  03872-0429 
(603)  473-2539 

Empi  8 

1275  Grey  Fox  Rd 
St.  Paul,  MN  55112 
(800)  325-5663 

EZMT  Valve  Co  3 

22260  Davenrich  St 
Salinas.  CA  93908 
(408)484-1987 

Family  Clubhouse  2 

6  Chiles  Ave 
Asheville,  NO  28803 
(800)  876-1574 
See  ad  on  page  41 

Ferno-llle  5.  6 

70  Weil  Wy 

Wilmington,  OH  451 77-9371 
(800)  733-3766 

First  Quality  Products  2 

80  Cuttermill  Rd,  Ste  409 
Great  Neck.  NY  11 021 
(800)488-3130 

Freestyle  Medical 

Supplies  ;.  2 

336  Green  Rd 
Stoney  Creek,  Ontario 
Canada  L8E-2B2 
(905)  662-4281 

KEY: 

1.  disposable  products  such 
as  diapers,  briefs,  inserts, 
underpads 

2.  reusable  products  such  as 
diapers,  briefs,  pants, 
panties,  liners,  underpads 
and  sheets 

3.  external  urinary  collection 
devices  such  as  catheters 
and  accessories 

4.  lecal  incontinence  systems 

5.  sWn  care  products  such  as 
special  cleaners,  lotions, 
creams 

8.  deodorizing  products 

7.  bedwetting  products 

8.  biofeedback  systems 


G.  HIrsch  and  Conpany...? 
1525  Adrian  Rd 
Burlii^game.CA  94010 
(415)692-6980 
See  ad  on  page  51 

-Jbby's  2 

Bay  14 

1420  40ttiAveNE 
Calgary.  Alberta 
Canada  T2E-6L1 
(403)  250-7079 

General  Econopak  2 

1725  Nontl6ttlSt 
Ptiiladelptiia.  PA  19122 
(215)763-8200 

George  Disposables  1 

222 1  Peactitree  Rd,  Ste  D 
Atlanta.  GA  30309 
(800)  950-3427 

Geri-Care  Products  2 

252  Wagner  St 
H/liddlesex.  NJ  08846 
(201)  469-7722 

Greenwald  Surgical  Co. .  3 

2688  De  Kalb  St 
Lake  Station.  IN  46405 
(219)962-1604 

Hallmark  Industries..  .5.  6 

564  Kings  Hwy 

West  Springfield,  MA  01 089 

(413)739-9148 

Hasty  Collector  Co  3 

5421  Oxford 

Kansas  City.  MO  64133 

(816)358-6083 

HDIS  2 

1215Dielman  Industrial 
Olivette,  MO  63132 
(800)538-1036 

Healthpoint  Medical  ...5,  6 
2400  Handley-Ederville  Rd 
FortWortti,  TX76118 
(800)  441-8227 

Hollister  3,  5,  6 

2000  Hollister  Dr 
Liberlyville,  IL  60048 
(800)  323-4060 

Hospital  Specialty  Co  2 

7501  Carnegie  Ave 
Cleveland,  OH  44103 
(800)  228-3273 

Hosposabis  Products..  /,  2 

PO  Box  8609 
Somerville,  NJ  08"''6 
(800)221-1302 

The  Hoxeng  Group  6 

120  Landing  Ct,SteJ 
Novate,  CA  94947 
(800)  395-0390 

Humanicare 

International          /,  2.  6 

1200  Airport  Rd 

North  Brunswick,  NJ  08902 

(800)631-5270 

Hy-Tape  Surgical 
Products  Corp  2 

772  McLean  Ave 
Yonkers,NW  10704 
(800)248-0101 

Hydas   ;,  2 

PO  Box  420 
Hershey,  PA  17033 
(800)  358-5583 


InbrandCorp  / 

11 65  Hayes  Industrial  Dr 
Marietta,  GA  30062 
(800)  241-8205 

InCare  Medical 
Products  8 

2000  Hollister  Dr 
Libertyville,  IL  60048 
(800)  548-3482 

Incon  2 

509  West  gtfiStr 

Soutti  Sioux  City.  NE  68776  I 

(712)258-4131  i 

International  ' 

Sanifem  Co  3 

PO  Box  411 7 
Downey  CA  90242 
(310)928-3435 

J.  Byrd  Enterprises  6 

3258  Clainnont  Nortti 
Atlanta.  GA  30329 
(404)636-8103 

J  &  J  Engineering  8 

22797  Holgar  CX  NE 
PoulsbO.WA  98370 
(206)  7/9*3853 

Johnson  &  Johnson 
Personal  Products  Co  / 

Van  Liew  Ave 
PO  Box  900 
Milltown.  NJ  08850 
(800)  526-3967 

M.C.  Johnson  Co  3 

4292  Corporate  Sq.  Ste  C 
Naples.  FL  33942-4753 
(800)  553-8483 

Jonas  7 

11 13  Faun  Rd 

Wilmington.  DE  19803-3314 
(303)478-1375 

Kendall-Futuro  Co  ; 

1  Riverfront  PI.  Ste  900 
Newport.  1(Y  41 071 
(800)933-0210 

Kimberly-Clark  Corp...;.  2 

DeptGNM-12 

PO  Box  2020 

Neenati.  Wl  54957 

(800)544-1847 

See  ad  on  page  53 

Kinetic  Concepts  2 

PO  Box  659508 
San  Antonio 
TX  78265-9508 
(800)531-5346 

King  Ostomy 

Healthcare  6 

431  West13tti.Ste4 
Eugene,  OR  97401 
(503)  345-0391 

Klelnert's  ;,  2 

114LemontonWy 
Radnor.  PA  19087 
(215)397-0788 

Kloz-Ez  2 

1065-DStiary  Circle 
Concord.  CA  94518 
(800)  848-5540 

Kore'jon  Enterprises  2 

973f)SWSunstiine  a#100 
Beaverton.  OR  97005 
(800)  544-4240 


LL  Medico  USA  2 

1512WestCtiesterPike 
#255 

West  Ctiester.  PA  19382 
(610)436-8831 

Malik  Industries  2 

507  Sctiool  House  Rd 
Kennet  Square.  PA  19348 
(610)444-6393 

Mark-Clark  Products  2 

3601  SW  29ttl  St.  #250 
Topeka.  KS66614 
(913)273-3990 

Mark  One  Healthcare 

Products  ;.  2 

100  East  Ninth  Ave 
Runnemede.  NJ  08078 
(800)631-3549 

Marlen  Manufacturing 
&  Development  3,  6 

5150  Richmond  Rd 
Bedford,  OH  44146 
(216)292-7060 

Mason  Laboratories  .  .3  6 

119  Horsham  Rd 
PO  Box  334 
Horsham,  PA  19044 
(800)  523-2302 

MB  Products  Ltd  2 

1 20  Swannanoa  River  Rd 
Asheville,  NC  28805 
(704)  253-8874 

Medi  3 

75  Yori<  Ave 
Randolph,  MA  02368 
(800)  225-8634 

Medical  Devices 
International  3 

3849  Swanson  a 
Gumee,  160031-1225 
(800)  323-9035 

Medline  Industries  2,  5 

One  Medline  PI 
Mundelein,  IL  60060 
(800)  323-5886 

Medpro  2 

1985  Rutgers  University  Blvd 
Lakewood,  NJ  08701 
(800)257-5145 

Mentor  Urology  3,  6 

5425  Hollister  Ave 
Santa  Barbara,  CA  931 1 1 
(800)  328-3863 

Microban  Products  2,  5 

11515VanstoryDr.Ste110 
Huntersville,  NC  28078 
(704)  875-0806 

MMG  Health  Care  3 

5335  Dividend  Dr 
Decatur.  GA  30035 
(800)  334-4475 

Nantucket  Industries  2 

105  Madison  Ave 
NewYori<,  NY  10016 
(800)  562-3774 

Nature  Plus  6 

52LakeviewAve.  Ste20 
New  Canaan,  CT  06840 
(203)972-1100 

Neotech  Products  3 

91 35  Alabama  Ave  #F 
Chatsworth,CA91311 
(800)966-0500 


NeuroDyne  Medical  8 

51  Winchester  St 
Nevrton,  MA  02 161 -1704 
(800)  328-4266 

Nllodor  6 

PO  Box  660 
Bolivar,  OH  44612 

(800)  443-4321 

Nytone  Medical 

Products  7 

2424  South  900  West 
Salt  Uke  City,  UT  841 19 

(801)  973-4090 

Out!  International  6 

PO  Box  22721 5 
Dallas,  TX  75222-721 5 
(800)  527-991 9,  Ext  0157 

Paico  Laboratories  7 

8030  Sequel  Ave 
Santa  Cruz,  CA  95062 
(800)  346-4488 

Palisades 

Pharmaceuticals  6 

64  North  Summit  St 
Tenafly.NF  07670 
(800)  237-9083 

Paper-Pak  Products....?.  2 

1941  White  Ave 

PO  Box  1060 

La  Verne.  CA  91 750 

(714)392-1200 

Patient 

Care  1.2.3  4.5.6.8 

1 1 1  Spring  St 
Mun-ay  Hill.  NJ  07974 
(800)  526-4930 

Perfect  Fit  Industries  2 

201  Cuthbertson  St 
Monroe.  NC  28110 
(800)438-1516 

J  J.  Posey  3 

5635  Peck  Road 
Arcadia.  CA  91 006-0020 
(800)  447-6739 

Principle  Business 

Enterprises  /.  2 

Pine  Lake  Industrial  Park 
Dunbridge,  OH  43414 
(800)  467-3224 

Priva  2 

PO  Box  448 

Champlain 

NY  12919-0448 

(800)361-4964 

Proctor  and  Gamble.  ..  1. 2 

PO  Box  599 
Cincinnati,  OH  45201 
(800)  543-0480 

Professional 

Disposables  5 

Two  Nice  Pak  Park 
Orangeburg,  NW  10962 
(800)  999-6423 

Professional  Medical 
Products  2 

PO  Box  3288 
Greenwood,  SC  29649 
(800)  845-4571 

Proven  5 

PO  Box  991 
Akron.  OH  44309 
(800)  321  -9647,  Ext  606 
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"Bedwetting  is  something  I'll  outgrow, 
but  until  then,  111  wear  GoodNites:" 


ntroducing  new  Pull-Ups*  GoodNites™  Absorbent  Underpants  for  older  children— 45  pounds  and  up. 
Your  child  slips  them  on  at  bedtime  and— accident  or  not— wakes  up  to  dry  sheets,  dry  pajamas. 
And  a  whole  new  positive  attitude. 

Even  with  the  super-absorbent  lining,  GoodNites™  Absorbent  Underpants 
are  so  trim,  they  disappear  under  pajamas.  Nobody  needs  to  know 
your  child  is  wearing  them.  And  with  no  sheets  to  wash,  mornings 
are  hassle  free.  Everyone  starts  the  day  right. 
We  developed  GoodNites™  with  the  help  of  pediatricians  and  other 
childhood  experts. 
We've  put  all 
we  learned  about 
bedwetting  in  a  book.  For  your  free  copy,  send  $1.00 
postage  and  handling  to  GoodNites™  Book  Offer, 
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Incontinence  . 
Manufacturers 


Quality  Care 

Incontinence  Products.... 
P.O.  Box  162 
Woodstock,  MD  21163 
(800)  494-4964 
See  ad  on  page  61 

Restful  Knights  

1810  Industrial  Wy 
P.O.  Box  423 
Wayne,  NE  68787 
(800)322-1123 


Rochester  Medical  

1500  NW  2nd  Ave 
Stewartville,  MN  55976 
(800)243-3315 


KEY: 

1.  disposable  products  such 
as  diapers,  briefs,  inserts, 
underpads 

2.  reusable  products  such  as 
diapers,  briefs,  pants, 
panties,  liners,  underpads 
and  sfieets 

3.  external  urinary  collection 
rfeiTOssucfi  as  catheters 
and  accessories 

4.  fecal  incontinence  systems 

5.  skin  care  products  sucfi  as 
special  cleaners,  lotions, 
creams 

6.  deodorizing  products 

7.  bedwetting  products 
6.  biofeedback  systems 


Rystan  Co  6 

47  Center  Ave 
Little  Falls,  NJ  07424 
(800)553-5214 

Sage  Laboratories  5 

5408  Interstate  Or 
Shreveport,  IA71109 
(800)  960-0599 

SalkCo 

PO  Box  452  1.2 

119BreaintreeSt 
Boston,  (^02134 
(800)  343-4497 

Scott  Health  Care  7,  2 

Scott  Plaza 

Philadelphia,  PA  191 13 
(800)  992-9939 

Self  Regulation 

Systems  8 

14770  NE  95th  St 
Redmond,  WA  98052 
(800)  345-5642 

Sherwood  3 

191 5  Olive  St 

St.  Louis,  IVIO63103 

(800)  428-4400 

Sierra  Laboratories  3 

3520  South  Cambell 
Tuscon,  AZ85713 
(800)  726-2904 

Smith  &  Nephew 

United  3,5,6 

11775Star1<eyRd 
P.O.  Box  1970 
Largo,  FL  34649-1 970 
(800)876-1261 


Special  Clothes  2 

PO  Box  4220 
.Mexandria,  VA  22303 
(703)  683-7343 

Spenco  Medical  Corp  2 

PO  Box  2501 
Waco,  TX  76702 
(800)  877-3626 

Stanford  Professional 
Products  1, 2  5 

141 6  Union  Ave 
Pennsauken,  NJ  08110 
(800)  345-3929 

Steams  Technical 
Textiles  1,  2 

100  Williams  St 
Cincinnati,  OH  45215 
(800)426-8712 

Strong  Skin  Savvy  5 

1  Lakeside  Or 

New  Providence,  PA  17560 

(800)  724-3952 

Summit  Industries  5 

PO  Box  7329 
IVIarietta,  GA  30065 
(800)241-6996 

Sween  Corp  5,  6 

1940  Commerce  Or 
PO  Box  8300 
N.  IVIankato,  MN  56002 
(800)  533-0464 

Techno  Marketing  Inc  2 

307  Bacon  Rd 
Rougemont.  NC  27572 
(919)447-1387 


Thought  Technology 

2l80BelgraveAve  8 

Montreal,  Quebec 
Canada  H4A-2L8 
(514)489-8255 

TMI  2 

307  Bacon  road 
Rougemont,  NC  27572 
(800)  550-4666 

Tranquility  Products  1 

Pine  Lake  Industrial 
Par1<,Dunbridge,  0H43414 
(800)  467-3224 

Travis  International  7 

100  Main  Sumner 
Coos  Bay  OR  97420 
(800)  437-9233 

Uncommon 

Conglomerates  6 

287  East  6th  St,  Ste  610 
St.  Paul,  MN  55101 
(800)  323-4545 

Undercare  7, 2 

f'O  Box  486 
Bridgeport,  CT  06604 
(203)  334-4560 

UnlPatch  3.5.6 

131 3  West  Grant  Blvd 
PO  Box  271 
Waasha,  MN  55981 
(800)  328-9454 

Urinette  3 

701 2  Pine  Forest  Rd 
Pensacola,  FL  32526 
(800)  853-3777 


Urocare  Products. ...3  5, 6 
2735  Melboume  Ave 
Pomona,  CA  91 767-1931 
(800)  423-4441 

Vinyl  Incontinent 
Products  2 

PO  Box  63 

Three  Oaks,  Ml  491 28 
(616)756-7382 

Viro  Research 
International  5 

178 Bodo Or,  Unite 
Durango,  CO  81301 
(800)  395-9929 


{  Viscot  Industries  3 

I  PO  Box  351 
East  Hanover,  NJ  07936 
(800)221-0658 


VPl  

127  South  Main  St 
PO  Box  266 
Spencer,  IN  47460 
(800)  843-4851 


Whitestone  Products  ..1.2 
40Tumer  PI 
Piscataway  NJ  08854 
(800)  800-2042 

X-0  6 

8330  Moberly  Ln 
Dallas,  TX  75227 
(800)  442-9696 


FREE  SAMPLES 


Save  up  to  60%  on  Disposable  Diapers 
And  We  Will  Deliver  Right  to  Your  Door 


To  order,  call  toll-free 

1-800-777-1111 

24  Hour  Service 

A.sk  about  our  complete  catalog  htchuliiig  GoodNites. 
Depend.  At'end.s,  At  Ease.  Comfort  Diy,  Ultra  Shield. 
Dri  Pride.  Promise  and  No-Rin.w  Products 

Woodbury  Products,  Inc. 

4410  Austin  Boulevard  -  Dept.  250 
Island  Park,  New  York  1 1558 


Models  Available  Now 

BIGF90T 


provides  freedom  and  indepen- 
dence. Fully  equipped  with 
electronic  controls,  these  play 
vehicles  provide  an  enjoyable 
way  for  a  young  child 
with  a  disability  to 
learn  Intportant 
developntental 
skills. 


All  five  models  offeravariety  of 
eleclronic  control  systems  each 
designed  to  nneet  the  particular  tieeds  of  the  young  driver.  Fbrmaximum 
safe^,  an  optional  remote  control  override  switch  enables  a  parent  or 
other  aduK  to  supervise  vehicle  operation.  Special  seating  and  other 
safety  equipment  Is  available.  Cars  operate  on  twQ  rechargeable  6  voK 
batteries.  CaM  us  for  additional  information  and  orders. 

1  -800-950-51 85 

Innovative  Products,  830  S.  48th,  Qrand  Forks,  ND  58201 

Photo  UMd  by  pwmlMkxi  BtglocX  4  X  4  Inc.  SL  LjouU,  MO 
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Networking 

Infonnaition  Innn  llie  National  Pa^ 

Parents  Help  Set  The  National  Agenda 


On  July  10-12  a  conference 
in  Washington,  DC  intro- 
duced the  National  Agenda 
for  Achieving  Better 
Besultsfor  Children  and 
Youth  with  Disabilities. 
The  National  Parent  Net- 
work on  Disabilities 
(NPND)  participated  in  this 
conference  with  a  team  of 
five  Parent  TVaining  and 
Information  Center  leaders. 

The  National  Agenda 
includes  a  mission  to  guide 
future  program  planning  for 
children  and  youth  with  dis- 
abilities: 

AU  children  and  youth  will 
have  the  right  and  responsi- 
bility to  participate  as 
members  of  the  global  com- 
munity. In  concert  with  the 
Goals  2000:  Educate  Amer- 
ica Act  and  the  Indf/iduals 
WITH  Disabilities  Education 
Act  (IDEA),  it  is  our  mis- 
sion and  in  the  national 
interest,  for  all  children  and 
youth,  including  those  with 
disabilities,  to  be  educated 
to  their  fullest  potential. 
Further,  all  children  and 
youth  will  have  the  t  rportu- 
nity  and  necessary  supports 
to  become  caring,  produc- 
tive, socially  involved  citi- 
zens who  are  committed  to 
life-long  learning. 


NPND  Annual  Meeting 

October  1-3, 1994 
Washington,  DC 
•Legislation 
•  Legislators 
•  Administration  Officials 
Marti  your  calendars  now! 

BoanI  McolinR  Soplembcr  DO,  1904 
IxK  alion:  The  Si.  .lames  Hotel. 
Wiishiniflnn.  D.C. 
Rpcpptliin:  Sunday  KwninR,  OcIuIkt  2 


The  National  Agenda 
reflects  the  belief  that  a 
more  effective  educational 
system  can  be  created  by 
the  year  2000  through  a 
commitment  to  the  values 
and  principles  embodied  in 
its  mission  statement  By 
achieving  the  goals  set  by 
IDEA,  every  child  can  be 
assured  of  the  best  possible 
educational  opportunities. 
The  achievement  of  these 
goals  requires  a  commit- 
ment to  honoring  these 
rights  of  children  and  youth 
with  disabilities: 

•  Access  to  sqppropriate 
options  designed  to  meet 
their  individual  needs; 

•  Preparation  for  inclusion  in 
an  integrated  society;  and 

•  Optimal  and  sqppropriate 
opportunities  to  be  edu- 
cated with  peers  who  rep- 
resent diverse  cultures, 
languages  and  abilities. 

The  National  Agenda 
describes  a  vision  for  the 
year  2000.  The  vision 
begins  Avith  images  of  chil- , 


Hiram  Zayas,  a  well-known 
advocate  for  children  and 
adults  vrith  disaMlities, 
opened  the  National  Agenda 
ineeting  in  Washington,  DC. 
Zayas,  speaking  as  a  parent 
and  a  persori  viith  a  disabil- 
ity, provided  a  consumer-ori- 
ented perspective  on  better 
results  for  children  and 
youth  with  disabilities.  He 
focused  on  the  importaiwe  of 
appropriate  role  models  and 
proper  preparation  for  the 
world  of  work. 


dren  and  youth  with  disabU- 
ities  having  access  to  ser- 
vices that  will  lead  to 
self-actualization,  self- 
determination  and  indepen- 


dence. The  National 
Agenda  envisions  these 
children  as  highly  moti- 
vated learners  with  individ- 
ual identities,  a  strong 
sense  of  values  and  access 
to  supports  necessary  to 
ensure  a  high  quality  of  life. 

This  vision  is  fully  com- 
patible with  national  educa- 
tion goals  and  the  intent  of 
the  Goals  2000:  Educate 
America  Act.  The  National 
Agenda  also  describes  the 
following  program  compo- 
nents that  must  be  in  place 
to  ensure  success  for  chil- 
dren with  disabilities: 

•  Enriched  and  broadened 
sqppreciation  of  diversity; 

•  School-community  collab- 
oration; 

•  A^)propriate  personnel; 

•  Specific  accountability  for 
better  results  for  children 
and  youth;  and 

•  Appropriate  technology. 
For  further  information 

or  to  receive  a  copy  of  the 
National  Agenda,  contact 
your  state  director  of  spe- 
cial education  or  call 
NPND,  (703)  684-6763. 


Positive  SSI  Stories 

NPND  Is  seeking  stories  from  families  of 
children  with  disabilities  about  positive 
impacts  of  the  SSI  benefit  program. 

Recently,  the  success  of  national  out- 
reach programs,  like  the  one  NPND  oper- 
ated between  1990  and  1992,  has  been 
turned  upside  down.  Critics  of  the  SSI  pro- 
gram are  now  complaining  in  the  press 
and  on  television  that  SSI  is  out  of  control. 
Beginning  in  1990,  after  the  supreme 
court's  decision  in  Sullivan  v.  Zebley  made 
SSI  medical-eligibility  requirements  less 
restrictive,  a  number  of  children  with  dis- 
abilities began  receiving  SSI  for  the  first 
tune.  Skeptics  contend  that  this  number  is 
far  too  high  to  accurately  represent  the 
number  of  truly  eligible  children.  They 


have  charged  that  families  coach  children 
to  act  as  if  they  have  disabilities  and  that 
families  abuse  the  funds  that  they  receive 
on  behalf  of  their  children. 

Allowing  these  types  of  criticisms  to 
stand  unchallenged  wiU  seriously  jeopar- 
dize the  continued  ability  of  of  children 
with  disabilities  to  participate  in  the  SSI 
benefits  program.  We  urgently  need  to  col- 
lect as  many  positive  stories  as  possible 
about  the  impact  of  the  SSI  program  on 
families  of  children  with  disabilities. 

Please  send  your  story  to  Patricia  McGill 
Smith,  Executive  Dii^ctor,  National  Parent 
Network  on  Disabilities,  1600  Prince 
Sti-eet,  Suite  1 15,  Alexand  ia,  VA  22314. 
For  more  information,  call  (703)  684-6763. 
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Parent  Case  Management 
for  People  of  Color 


The  National  Parent  Network  on 
DisabiiHies  Board  of  Directoni 

Richard  Burden 

IN*SOURCE,  South  Bend,  IN 

Joanne  Butts 

Washington  PAVE,  Taconra,  WA, 
Vice  President 
Amparo  Crespo  DeCastro 

Asociaclon  de  Padres  Por  Bienestar 
de  Nlitos,  lmpedidos  de  PR,  Inc., 
Rio  Pledras,  PR 

Connie  Curtin 

Vermont  Parent  Infomiation  Center, 
Winooski,  vr 

Diana  Cuthbeitson 

Statewide  Parent  Advocacy  Networic 
(SPAN).  Westfleld,  N,],  President 


Members  of  ethnic  minority 
groups  are  less  likely  to 
receive  community  services 
and  supports  for  individa- 
als  with  disabilities  and 
their  fannilies.  To  assist  in 
addressing  this  issue,  the 
Uruversity  of  Minnesota's 
Institute  on  Commimity 
Integration  QCT)  is  develop- 
ing a  program  called  Parent 
Case  Management  for  Peo- 
ple of  Ck)lor. 

This  program  is  a  collab- 
orative effort  between  the 
Institute's  Research  and 
Training  Center  on  Residen- 
tial Services  and  Commu- 
nity living,  Arc  of 
Hennepin  County  and  lead- 
ers in  th('  African-American 
and  Native-American  com- 
munities. The  program's 
goal  is  to  develop  informa- 
tion, procedures  and  mate- 
rials that  can  be  easily  used 
by  existing  coitununity 
organizations.  The  program 
hopes  to  provide  these 
existing  community  organi- 
zations with  resources  for 
parents  or  guardians  of 
individuals  of  color  who 
have  developmental  disabil- 
ities. These  resources  can 
be  used  to  encourage  these 
adults  to  take  leaderstiip 
roles  in  the  management  of 
services  that  they  or  their 
children  receive. 

The  fundamental  premise 
of  parent  case  management 
is  tte  idea  that  individuals 
with  disabilities  and  tlieir 
families  can  effectively  han- 
dle the  choices  and  deci- 
sions involved  in  their  case 
management.  Through 
training  and  technical  assis- 
tance, the  program  gives 
participants  the  back- 
ground information  ani^ 
skills  needed  to  take  the 
lead  when  identifying, 
selecting  and  martaging  the 
services  and  supports  they 


receive.  Participants 
develop  knowledge  in  case 
management,  rights,  quality 
indicators,  state-of-the-art 
service  delivery,  effective 
use  of  resources,  mainte- 
nance of  sqppropriate 
records  and  inclusion.  Par- 
ent Case  Management  for 
P'lople  of  Color  adapts  the 
training,  materials  and 
assistance  of  the  Parent 
Coordination  Project  to 
create  an  effective,  cultur- 
ally-sensitive tool  to 
empower  individuals  with 
disabilities,  leaders  and 
fBunilies  within  these  com- 
mimities. 

Parent  Case  Manage- 
ment for  People  of  Color  is 
focusing  first-year  efforts 
on  collaboration  and  net- 
working with  communities 
of  color  in  selected  areas  of 
Miimesota.  Next  year  the 
program  will  develop  train- 
ing and  technical  assis- 
tance projects,  including  a 
newsletter,  in  the  African- 
American  commimity. 
Third-year  plans  call  for 
the  extension  of  these  ser- 
vices into  the  Native-Amer- 
ican commimity.  By  the 
fifth  year  of  the  program, 
facilitator  training  and 
technical  assistance  will  be 
in  place  in  each  of  these 
communities. 

The  National  Parent  Netr 
work  on  Disabilities  will 
collaborate  with  Parent 
Case  Management  for  Peo- 
ple of  Color  by  distributing 
information  about  the 
materials  developed  by  this 
program. 

For  further  infomuition 
contact  Marijo  McBride, 
UrUversity  of  Minnesota, 
Institute  on  Community 
Integration,  103  Pattee  Hall, 
150  Pillsbuiy  Drive,  Min- 
neapolis, MN  55455,  (612) 
624-6830. 


Leadership 
Changes  Around 
the  Networic 

This  year  seems  to  be  one 
that  will  be  characterized 
by  changes  in  Parent  Trwn- 
ing  and  Information  Center 
leadership.  Deidre  Hay- 
den  has  resigned  as  execu- 
tive director  of  the  Parent 


Deidre  Hayden,  Cherie  Take- 
moto  and  Nola  Flynn  at  the 
Parent  Educational  Advocacy 
Training  Center  in  Fairfax, 
Virginia. 


Educational  Advocacy 
■ftaining  Center  (PEATC)  in 
Virginia.  She  will  be 
replaced  by  Cherie  Take- 
moto.  Joan  Kilbum  is 
retiring  from  MATRIX  in 
California  and  will  be 
replaced  by  Deidre  Hay- 
den. Does  this  mean  thu 
creation  of  PEATC  west 
and  MATRIX  eatt? 

In  other  leadership 
changes.  Carta  Lee- 
Lawson  will  be  leaving 
Iowa  Pilot  Parents  later  this 

■ summer  to 
hang  her 
hat  at  the 
Iowa  Fed- 
eration of 
Families 
forChU- 
dren's  Men- 
'»  .s.'  -  ,  talHealtii. 

JoanKHbum  Wecon- 

 gratulate 

Cherie  Takemoto  on  her 
new  leaderstiip  position. 
The  pEirent  movement  will 
remain  strong  if  all  of  our 
new  generation  of  leaders 
bring  Cherie's  level  of  com- 
mitment and  skill  to  the 
job.  Likewise  we  know 


Kathryn  Erickson 

Pathfinder  Services  of  North  Dakota, 
Minot,ND 

Joe  Garcia 

Touchstones,  Seattle,  WA 

Paula  Goldberg 

PACER  Center,  Minneapolis,  MN 

Sweet  Alice  Hants 

Parents  of  Watts,  Los  Angeles  CA 

Connie  Hawkins 

Exceptional  Children's  Assistance 
Center  (ECAQ,  Davidson,  NC, 
Past  President 

Bonnie  Johnson 

Arkansas  Parent  Support  and 
Infomation  Netvwxk,  Uttle  Rock,  AR 

JoanKllbum 

MATRIX,  A  Parent  Networks. 
Resource  Center,  San  Rafael.  CA, 
Treasurer 

SuePratt 

•  CAUSE,  Lansing,  Ml,  Vice  President 

RamSteneberg 

Disability  Rights  Education  & 
Defense  Fund,  Berkeley,  CA, 
Secre^ry 

Janet Vohs 

Federation  for  Children  vflth 
Special  Needs,  Boston,  MA 

Patricia  Smith 

Executive  Director 


that  Dcidri>  Htorden  will 
bring  her  'inmense  skills 
and  energy  to  MATRIX  to 
carry  on  in  the  tradition  of 
excellence  that  Joan  Kil- 
bwn  has  established  there. 

If  you  know  of  any  other 
leadership  changes,  please 
let  us  know,  and  we'll  share 
them  here. 
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HEJILTHJNSJJRANCE  TROUBLEsilOOTER 


Don't  You  Have 
Enough  To  Worry 


^  About,.. 


by  Richard  Epstein 

Insurance  Coverage  for  Incontinence  Products 


QMy  child  has  a  disability  and  is  ! 
incontinent.  He  will  never  be 
potty-trained.  Is  there  any  way  to  get 
our  insurance  company  to  cover  the 
cost  of  his  diapers? 

K.D.,  Terras 

A This  is  a  problem  for  many  par- 
ents of  children  with  disabilities. 
Diapers  are  expensive,  particularly 
when  required  on  a  long-term  basis. 
And  if  they  are  being  used  as  part  of 
a  doctor-recommended  treatment 
program,  logic  suggests  that  unless 
they  are  specifically  excluded  by 
your  insurance  policy,  they  probably 
should  be  covered. 

A  number  of  issues  may  be  related 
to  your  insurance  company's  deci- 
sion on  coverage,  however.  First, 
there  is  no  clear  set  of  national  stan- 
dards regarding  items  that  insurance 
policies  should  cover.  One  of  the 
goals  of  President  Clinton's  health 
care  reform  proposal  is  to  establish 
such  standards.  Hopefully,  this  v.ill 
occur  in  the  not-too-distant  future.  In 
the  meantime,  an  insurance  company 
may  exclude  coverage  for  specific 
items  as  long  as  it  does  not  violate 
contractual  obligations  (its  agi-ee- 
ment  with  the  policy-holder)  or  state 
or  federal  regulations. 

Second,  insurance  companies 
seem  particularly  reluctant  to  pay  for 
items  that  are  not  considered  a  part 
of  traditional  medical  care,  or  that 
may  be  used  in  a  non-medical  situa- 
tion. One  can  certainly  understand  an 
insurance  company's  concern  about 
establishing  a  precedent  by  covering 
such  items.  However,  companies  may 
pay  for  these  items  if  it  can  be  shown 
that  they  are  part  of  a  treatment  plan 
for  a  specific  medical  condition  that 
the  policy  covers. 

Generally,  insuiance  companies  do 
not  pay  for  items  imless  they  are 
included  on  the  company's  list  of 
"medically  necessary  expenses"  and 
have  been  assigned  a  specific  jiroco- 
durc  code.  Tlierefore,  you  must  first 


detenmne  whether  your  insurance 
company  includes  diapers  on  its  list 
of  "medically  necessary  expenses"  in 
regard  to  disabilities.  If  diapers  are 
not  on  the  list,  the  solution  needs  to 
begin  at  that  point. 

Since  this  issue  affects  large  num- 
bers of  parents,  and  since  groups  are 
often  more  effective  than  individual 
consumers,  it  may  be  useful  to  enlist 
the  help  of  a  local  parent  support 
group  and  a  local  medical  organiza- 
tion that  includes  doctors  specializ- 
ing in  the  treatment  of  children  with 
disabilities  (your  child's  doct  jr  may 
be  able  to  give  you  the  names  of  such 
organizatiorK). 

The  parent  support  group  can  ask 
the  medical  association  to  write  a  let- 
ter to  the  insurance  company 
confirming  that  the  use  of  diapers  is 
part  of  a  medical  treatment  plan  in 
the  case  of  specific  disabilities.  In 
addition,  the  medical  association 
rray  consider  working  with  the  insur- 
ance company  to  develop  appropri- 
ate rules  and  procedure  codes  for 
such  situations. 

If  diapers  are  already  on  the  list  of 
"medically  necessary  expenses," 
however,  yoiu^  problem  is  to  deter- 
mine why  the  insurance  company 
won't  pay  the  claims  you  have  sent 
in.  The  problem  may  involve  teclini- 
calities.  For  example,  the  company 
may  pay  for  disposable  diapers  only, 
rather  than  cloth  diapers,  or  it  may 
require  a  doctor's  letter  explaining 
how  the  diapers  are  related  to  the 
treatment  of  a  specific  medical  con- 
dition. A  call  to  a  supervisor  at  the 
insurance  company  should  provide 
this  kind  of  information. 

mo  know  what  happens.  Your 
experiences  in  dealing  with  this  issue 
may  be  very  helpful  to  other  parents. 


Kon::  Wwn  children  arc  eligible  for 
Medicaid,  iiicoutitience  pivduets 
may  be  eorered.  In  tlw  September 
issue  of  ExcHfTios-M.  P^m:M\  I  will 
di-  rnss  the  Medicaid  pwgtvm. 


Without  Worrying 
About  Incontinent 
Supplies? 


DURALINE* 
MEDICAL  PRODUCTS 

•  For  all  of  your  bladder  and  bowel 

control  needs  -  diapers,  briefs,  liners, 
underpads,  catheters  and  more. 

•  Fast  direct-to-your-door  delivery. 

Call  Todav  For 
A  FREE  Catalog! 

Circle  #20 


1  ^800-654-3376 


DURALINE  MEDICAL  PHODUCTS 

324WcnKrSt,  •  P.O.  Box  67  •  LeipsicOfiWe 
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Free  Product  &  Service  Inforpiation 


Crystal  Springs  School 

A  PROGRAM  OF  THE 
INSTITUTE  FOR  DEVELOPMENTAL  DISABILTIES.  INC. 


Providing  quality  residential,  special  education  and  treat- 
ment services  in  a  professionally  caring,  homelike  environment 
since  1953. 

•  30  acre  campus  in  Southeast  Massachusetts,  close  to 
Boston,  Cape  Cod,  Providence  and  Newport,  R.I. 

•  Programs  for  severely  and  profoundly  multiply  handi- 
capped children  and  young  adults  from  birth  -  22,  including 
those  young  people  characterized  as  medically  fragile. 

•  365  day  programs  providing  24  hour  nursing  availability. 

•  Licensed  by  the  Massachusetts  Office  for  Children. 

•  Approved  by  the  Massachusetts  Department  of  Education. 

•  Member  of  the  Massachusetts  Association  of  Approved 
Private  Schools. 

For  inLrmation,  Please  Call: 
Cheryl  Andrade,  Admissions  Coordinator 

(508)644-5537      ,  , 

^       '  Circle  #151 


Circle  #151 


ARC 

Home  Health  Products 

RRft4  Box  161  •  Oneonf.  New  York  13820 


.^^^(55 — tif.    If  you  use  or  would  like  to  try 

',1.,      J  ATTENTiH*  Rrand 

/   Quality  Incontinent  Care  Products 

Aitnvfa* L'ndctgaimctus  CAiJj  US! 

Your  Satisfaction  is  our  Concern! 


•  UPS  deliveries  right  to  your  door 
•  No  add-on  shipping  &  handling  charges      S AVF ' 
•  Personal,  knowledgable  service 
SAVE  BUY  BtUf  «  Visa/Mastercard  accepted 

Check  our  pricing  -  You  will  save! 


Inquiries  and/or  to  place 
an  order 


I         1 -800-278-8595 
f  Monday-Friday 
8:00am-5:00pm  EST 


Ultra  Attend!.  Brief 


ERIC 
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A  SPECIAL  SERVICE  FOR  EXCEPTIONAL  PARENT  READERS!  This  Reply  Card  enables  you 
to  receive  FREE  information  atx3ut  products  and  services  seen  in  Exceptional  Parent. 

How  to  use  this  service: 

1 .  Locate  the  number  at  the  bottom  of  each  at"  or  refer  to  the  Directory  of  Advertisers. 

2.  Circle  the  numbers  on  the  Reply  Card  that  correspond  to  the  companies  or  products  about 
v*hich  you  v*ould  like  to  receive  free  literature. 

3.  Fill  in  your  name  and  address  on  the  card  and  mail  the  postage-paid  card.  You  v*ill  receive 
free  literature  from  each  company  for  v*hich  you  circled  a  number. 

4.  If  both  Reply  Cards  have  been  removed  from  this  issue,  just  call  or  v*rite  to  the  companies 
directly.  Be  sure  to  teli  them  you  saw  their  ad  in  Exceptional  Parent! 
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Free  Product  &  Service  Information 


A.  Are  you  a  subscriber  to  Exceptional  Parent? 

j  Yes  —1  No  (If  no  piease  see  the  subscnption  card  in  this  issue.) 


Name 


Occupation/Title 


Company/ Association 

Address  

City  


Phone( . 


) . 


_  State  - 
Fax(  _ 


.Zip. 


B.  Annual  Household  Income  (include  all  family  members) 


4 $50,001  -  $75,000 
5  J  $75,001  -$100,000 
$100,000+ 


1 J  Less  than  S30.000 
.  J  $30,001  -  S40.000 
iJ  $40,001  -  350.000 

C.  Do  you  live  in  a(n):_ 

-J  Home  3>J0wn  Rent 

■oJ  Apartment     ^^JOwn  12^  Rent 

D.  In  all.  how  many  automobiles  do  you  and  others  in  your 
household  own  or  lease? 

'jJOne  uJTwo  isG  Three  or  more 

E.  Do  you  plan  to  purchase  a  product  or  service  advertised  in 
Exceptional  Parent  within  (check  one); 

leJ  one  month  isG  nine  months 

17-J  three  months  19^  one  year 


Issue  Date:  August  31 , 1994 
Expiration  Date:  November  30.  1994 


Circle  # 


2 

3 

4 

5 

5 

7 

3 

g 

10 

1 2 

1 3 

14 

1 5 

16 

17 

18 

19 

20 

91 

22 

23 

24 

25 

26 

27 

28 

99 

30 

J  1 

32 

33 

34 

35 

36 

37 

38 

39 

40 

41 

42 

43 

44 

45 

46 

47 

48 

49 

50 

51 

52 

53 

54 

55 

56 

57 

58 

59 

60 

0 1 

R9 

RT 

00 

64 

65 

66 

67 

68 

69 

70 

72 

73 

74 

75 

76 

77 

78 

79 

80 

0  1 

82 

83 

84 

85 

86 

87 

88 

89 

90 

91 

92 

93 

94 

95 

96 

97 

98 

99 

100 

101 

102 

103 

1 04 

105 

106 

107 

108 

109 

110 

1 1  1 

113 

1 1 4 

115 

116 

117 

1 18 

1 19 

120 

121 

1 22 

1 23 

1 24 

1 25 

1 26 

127 

128 

129 

130 

131 

1 32 

133 

134 

135 

136 

137 

138 

139 

140 

141 

142 

143 

144 

145 

146 

147 

148 

149 

150 

151 

1 52 

1 53 

1 54 

1 55 

156 

157 

158 

159 

160 

161 

162 

1 63 

164 

1 65 

166 

167 

168 

169 

170 

171 

1 72 

173 

174 

1 75 

176 

1 77 

178 

179 

180 

181 

182 

183 

184 

185 

186 

187 

188 

189 

190 

191 

192 

193 

194 

195 

196 

197 

198 

199 

200 

201 

202 

203 

204 

205 

206 

207 

208 

209 

210 

211 

212 

213 

214 

215 

216 

217 

218 

219 

220 

2?.1 

222 

223 

224 

225 

226 

227 

228 

229 

230 

231 

232 

233 

234 

235 

236 

237 

238 

239 

240 

241 

242 

243 

244 

245 

246 

247 

248 

249 

250 

251 

252 

253 

254 

255 

256 

257 

258 

259 

260 

261 

262 

263 

264 

265 

266 

267 

268 

269 

270 

271 

272 

273 

274 

275 

276 

277 

278 

279 

280 

281 

282 

283 

284 

285 

286 

287 

288 

289 

290 

291 

292 

293 

294 

295 

296 

297 

298 

299 

300 

ERIC 


Free  Product  &  Service  Information 


A.  Are  you  a  subscriber  to  Exceptional  Parent? 

^  Yes  -J  No  (If  no.  piease  see  the  subscnption  card  in  this  issue.) 


Name 


Occupation/Title 


Company/ Association 

Address  

City  


Phone(  ). 


.  State . 
Fax(_ 


.Zip_ 


)- 


B.  Annual  Household  Income  (include  all  family  members) 


4  J  $50,001  -  $75,000 
5^  $75,001  -  $100,000 
6^  $100,000+ 


9G  Rent 
Rent 


Q  Less  than  SSCOOO 
2U  $30,001  -$40,000 
$40,001  -  S50.000 

C.  Do  you  live  in  a(n)j_ 
7_j  Home  8  Jl  Own 
loJ  Apartment  nJOwn 

D.  In  all.  h"w  many  automobiles  do  you  and  others  in  your 
household  own  or  lease? 

13-jOne  14  J  Two  i5ul  Three  or  more 

E.  Do  you  plan  to  purchase  a  product  or  service  advertised  in 
Exceptional  Parent  within  (check  one): 

le-J  one  month  181-^  nine  months 

17^  three  months  igG  one  year  (j03 


Issue  Date:  August  31 ,  1994 
Expiration  Date:  November  30,  1994 


Circle  # 


1 

2 

3 

4 

5 

6 

7 

8 

9 

10 

11 

12 

13 

14 

15 

16 

17 

18 

19 

20 

21 

22 

23 

24 

25 

26 

27 

28 

29 

30 

31 

32 

33 

34 

35 

36 

37 

38 

39 

40 

41 

42 

43 

44 

45 

46 

47 

48 

49 

50 

51 

52 

53 

54 

55 

56 

57 

58 

59 

60 

61 

62 

63 

64 

65 

66 

67 

68 

69 

70 

71 

72 

73 

74 

75 

76 

77 

78 

79 

80 

81 

82 

83 

84 

85 

86 

87 

88 

89 

90 

91 

92 

93 

94 

95 

96 

97 

98 

99 

100 

101 

102 

103 

104 

105 

106 

107 

108 

109 

110 

111 

112 

113 

114 

115 

116 

117 

118 

.  .9 

120 

121 

122 

123 

124 

125 

126 

127 

128 

129 

130 

131 

132 

133 

134 

135 

136 

137 

138 

139 

140 

141 

142 

143 

144 

145 

146 

147 

148 

149 

150 

151 

152 

153 

154 

155 

156 

157 

158 

159 

160 

161 

162 

163 

164 

165 

166 

167 

168 

169 

170 

171 

172 

173 

174 

175 

176 

177 

178 

179 

180 

181 

182 

183 

184 

185 

186 

187 

188 

189 

190 

191 

192 

193 

194 

195 

196 

197 

198 

199 

200 

201 

202 

203 

204 

205 

206 

207 

208 

209 

210 

211 

212 

213 

214 

215 

216 

217 

218 

219 

220 

221 

222 

223 

224 

225 

226 

227 

228 

229 

230 

231 

232 

233 

234 

235 

236 

237 

238 

239 

240 

241 

242 

243 

244 

245 

246 

247 

248 

249 

250 

251 

252 

253 

254 

255 

256 

257 

258 

259 

260 

261 

262 

263 

264 

265 

266 

267 

268 

269 

270 

271 

272 

273 

274 

275 

276 

277 

278 

279 

280 

281 

282 

283 

284 

285 

286 

287 

288 

289 

290 

291 

292 

293 

294 

295 

296 

297 

298 

299 

300 

NO  POSTAGE 
NECESSARY 
IF  MAILED 
IN  THE 
UNITED  STATES 


BUSINESS  REPLY  MAIL 

 FIRST-CLASS  MAIL  PERMIT  NO.  650  PITTSFIELD  MA  

POSTAGE  WILL  BE  PAID  BY  ADDRESSEE 


EXCEPTIONAL  PARENT 
PO  BOX  5446 

PITTSFIELD  MA  01203-9321 


III  II..I.III  II.I.I....II...I.I...III.I..I 


NO  POSTAGE 
NECESSARY 
IF  MAILED 
IN  THE 
UNITED  STATES 


BUSINESS  REPLY  MAIL 

 FIRST-CLASS  MAIL  PERMIT  NO.  650  PITTSFIELD  MA  

POSTAGE  WILL  BE  PAID  BY  ADDRESSEE 


EXCEPTIONAL  PARENT 
PO  BOX  5446 

PITTSFIELD  MA  01 203-9321 


ERIC 


III  II..I.III  ii,i,i,...ll...l.l...lll.l..l 


Marketplace 


Bibs 


Ross'  Bibs— Haco,  Inc. 

PO  Box  5642,  Asheville,  NC  2881 3 

Call  (704)  274-0075 

Bibs  are  made  of  machine  washable, 

heavy  duty  vinyl.  Large  child  size  is 

$13.95;  small  adult  size  is  $15.95; 

plus  $2.00  shipping.  Call  for  more 

information. 


Bulletin  Board 


UNCS-BBSC/OPHP 

535  Race  Street,  #140 
San  Jose,  CA  95126 
(408)  294-6933  BBS 
(408)  288-5010  Voice 
Electronic  bulletin  board  housing  hun- 
dreds of  resources  for  families  and 
prof,  caring  for  children  with  special 
needs.  Resource  directory,  file  data- 
base, Internet  mail  and  morel  No  on- 
line charges.  Settings:  N-8-1 .  up  to 
14,400  baud,  24  hours. 


Clothin 


Adrian's  Closet 

P.O.  Box  9506 

Rancho  Sante  Fe,  CA  92067 

(800)831-2577 

Free  catalog  of  fun-to-wear  adaptive 
clothing  available  now. 


Conferences 


Massachusetts 


Atlantic  Rehab.,  inc. 

81  Rumford  Ave. 
Waliiiam,  MA02254-905fv 
(617)894-0069 

Atlantic  Rehab,  specializes  in  Pediatric 
Mobility  and  Seating.  Sties  and  Service. 
Please  call  for  more  information.  

New  York 


Dowd  Medical 

I  1010  Main  street 
!  Buffalo,  NY  14202 
(716)883-8188 

Dowd  has  been  serving  the  area  since 
1930.  For  personal  service  and  quality 
equipment  call  Dowd. 


Free  Catalogs 


Consumer  Care  Products,  Inc. 

PO  Box  684 

Sheboygan, Wl  53082-0684 
(414)  459-8353 


Assistive  Tedinology  Expo  '94 

Wednesday,  September  21 , 1994 
10:30  am -7  pm 
Westchester  County  Center 
White  Plains.  NY 

Hudson  Valley's  largest  show  of  assistive 
technology  for  individuals  with  disabilities. 
Full  day  of  exhibits,  demonstrations  and 
workshops  of  products  and  services  for 
individuals  with  disabilities,  their  families, 
elders,  service  providers,  educators,  and 
employers.  Sponsored  by:  Westchester 
Institute  for  Human  DevelopmentAJAP, 
Westchester  County  Medical  Center,  & 
the  NYS  Office  of  Advc^te  for  the 
Disables,  NYS  TRAID  Project.  For  more 
information  call  914-285-7364 


.CribS  &  Youth  Beds 


HARD  Haniitscturing 

230  Grider  Street 
Buffalo,  NY  14215 
(800)  USE-HARD 

Ttie  #1  mfg.  sets  the  standard  for  safety 
in  tiospitals.  216  colorful  models  avail- 
able. HARD  will  adapt  products  to  meet 
your  special  requirement. 


Equipment  Dealei% 


National 


Incontinence 


Access  Medical  Supply 

2006  Crown  Plaza  Drive 
Columbus,  OH  43235 
(800)  242-2460 

Attends  Youth  Briefs  fits  children 
35-75  lbs.  $51 .95/cs  (96),  Free 
Delivery.  Also— Depend,  Serenity, 
other  items.  Manufacturer's  coupons 
accepted.  Free  Catalogj  

Incon  Products  Company 

509  West  9th  Street 

S.  Sioux  City,  NE  68776 

Fax  (402)  494-1744 

We  cany  a  full-line  of  reusable  diapers 

and  pull  over  plastic  pants.  Available  in 

all  sizes.  Write  for  more  information 

and  FREE  brochure. 


Monitoring  Systems 


Care  Electronics 

5741  Arapahoe  Rd.,  Suite  2A 
Boulder,  CO  80303 
(303)  444-CARE  (2273) 
WarvjerCARE  Systems  notify  caregivers 
wfien  their  wanderer  leaves  home. 
Locate  them  up  to  ONE  MILE  away. 
FREE  catalcg! 


Showers 


I 


American  Discount  Medical  Save 

$S$  on  all  school  needs— position/seat- 
ing equip.,  RohO/'Jay  cushions,  slandcis. 
""^  377-9100  for  free  brochure. 


children  &  adult  sizes 

Taga,  Inc. 

POBox  313 

Somerset,  NJ  08873 

Choose  from  a  variety  of  Reusablu 

pants  and  disposable  liners/briefs  for 

children  and  adults.  Write  for  FREE 

Catalog! 


Quality  Care 
Incontinence  Products 

P.O.  Box  162 
Woodstock,  MD21163 
1  -800-494-4984 
YOUTH  PRODUCT  SPECIALIST 
Reusable  diapers,  "doubters", 
training/ovemight  pants,  wipes;  flush- 
able  liners;  waterproof  bags,  t)ed/chair 
pads;  skin  care;  adaptive  toothtxushes. 
DISTRIBUTORS  NEEDED  WORLDWIDE! 
Call  (410)  521-5871  oUside  USA. 


Porta  SlMwer  of  America 

3  Dunham  Rd 

Billerica,  MA  01821 

{800)  422-0098;  fax:  (508)  663-6709 

This  shower: 

•  has  a  free-standing  design  •  sets  up  in 
minutes  'lias  lightweight  components 

•  is  easy  to  maintain  •  is  accessibte 
from  4  sides  •  can  be  used  in  any  room 

•  stores  easily  •  needs  no  tools 

•  comes  complete  (no  plumbing  needed) 


Books,  Audio/Video  8( 
Educational  Material 


Videotapes 


House  Contact:  5615  Fishers  Lane, 
Rockville,  MD  20852,  (800)  843- 
7323. 


Publications 


Hydroceplialus  News/Notes 

Published  quarterly  for  affected 
individuals/  families  &  professionals 
who  specialize  in  their  care.  Highlights: 
medical/technical  articles,  human 
interest  stories,  great  resources!  A. 
Uakos,  Editor,  HNN,  1670  Green  Oak 
Circle,  Lawrenceville,  GA  30243. 
$25  year. 


Van  Conversion 
Dealers 


Connecticut 
Drive-Master,  Inc. 

9  Sptelman  Road,  Fairfield,  NJ  07004 
(201)808-9709 

Full  service  mobility  center:  raised 
tops/doors;  drop  floors;  custom  dri- 
ving equipment;  distributors  for  Mobile 
Tech.,  Crow  River  lifts,  Ricon,  IMS,  EZ 
Lock,  and  EMC  touch  pad  systems. 
41  yrs.  of  service  to  the  disabled  com- 
munity. Please  call  for  more  informa- 
tion. NMEDA  member. 

Indiana 

Forward  Motions 

214  Valley  street 
Dayton,  OH  45404 
(513)222-5001 

Full-size/Mini-Van  modifications, 
new/used  lifts,  drop  floor,  raised  roof, 
lockdowns,  driving  equip.  NMEDA 
member.  Owned  by  person  with 
disability. 

Kentucky 


Interax  Video  Sign  Language 
Course 

Illustrates  1200+  signs  based  on 
ASL.  Six  videos  with  6.5  hrs. 
Graphics  provide  reference  of  equiv- 
alent English  word.  Free  Brochure. 
$199  (+S4.50  s&h).  Interax  Training, 
Inc.,  PO  Box  473106,  Garland,  TX 
75047-3106,  (800)  242-5583. 


Books  for  Parents 
and  Professionals 


Turtle  Boolcs 

Provide  a  bridge  of  understanding 
for  your  children  with  disabilities, 
their  siblings  &  friends.  Send  for  a 
FREE  Turtle  Book  brochure  to  Jason 
&  Nordic  Publishers,  PO  Box  441 , 
Hollidaysburg,  PA  16648.  Call  (814) 
696-2920  or  FAX  (814)  696-4250. 


Catalogs 


Free— The  NEW  Special  Needs 
Prelect  Book  Catalog 

The  iDest  books  from  all  publishers 
about  disabilities.  Comprehensive 
resources  for  parents,  children  & 
professionals.  Special  Needs 
Project,  3463  State  Street,  Santa 
Barbara,  CA  93105,  (800)  333- 
6867. 

Free  Book  Catafog: 
The  1994  Special-Needs 
Collectldn 

features  a  collection  of  valuable 
booki,  for  parents  on  Down  syn- 
drome, CP,  Autism,  Tourrette  syn- 
drome. Mental  Retardation,  Special 
Education  and  more.  Woodliine 


Forward  Motions 

214  Valley  Street 
Dayton,  OH  45404 
(513)222-5001 

Full-Size/Mini-Van  modifications, 
new/used  lifts,  drop  floor,  raised  roof, 
lockdowns,  driving  equip.  NMEDA 
member.  Owned  by  person  with 
disability. 

New  Jersey 
Aiwla  Mobility 

51  Karo  Road 
Carlstadt,  NJ  07072 
(201)  507-8500/(800)  ARCOLA-1 
New-Used-Trade-Lease-Buy.  Full 
sized,  mini,  rear  and  side  entry.  We 
carry  products  from  the  following 
manufacturers:  Braun,  KneeKar, 
Vantage,  Ricon,  and  Pick-A-Lift.  If  we 
don't  have  it,  we'll  find  it!  Financing  is 
availabte.  NMEDA  Member.  Please 
call  for  more  info. 


Drive-Master,  Inc. 

9  Spielman  Road,  Fairfield,  NJ  07004 
(201)808-9709 

Full  service  mobility  center,  raised 
tops/doors;  drop  floors;  custom  dri- 
ving equipment;  distributors  for  Mobile 
Tech.,  Crow  River  lifts,  Ricon,  IMS,  EZ 
Lock,  and  EMC  touch  pad  systems. 
41  yrs,  of  service  to  the  disabled  com- 
munity. Please  call  for  more  informa- 
tion. tvlMEDA  member. 

New  York 

Areola  Mobility 

51  Karo  Road 

Carlstadt,  NJ  07072 

(201)  507-8500/(800)  ARCOLA-1 

New-Used-Trade-Lease-Buy.  Full 

sized,  mini,  rear  and  side  entry. 
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INTERIOR 
PIANNING  & 
DESIGN,  INC. 


Custom  designed  to  your  needs: 
Institutional,  Home, 
Office, 
Health  Care. 

Turnkey  operation,  including  jfurniture, 
U.S.A.  and  International. 

2  Annabelle  Lane 
Florham  Park,  NJ  07932 
(201)  966^220 
Fax  (201)  966^894 


Circle*  200 


AACPOm 


amGrican  academy  for  cerebral 
palsy  and  developmental  medicine 

48th  Annual  Meeting 

New  Orleans 
Sept.  29 -Oct.  1, 1994 


^  AACPDM 

Amcricin  Acjclcmy  for  Ccrcbml 
Palsy  and  Developmental  Medicine 

(,  U)<)  North  liivor  Ro.ul,  kujkv  727 
Ko-'cmoiit,  Illinois  (><)0%^22(>  - 
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We  carry  products  from  the  following 
manufacturers:  Braun,  KneeKar, 
Vantage,  Ricon,  and  Pick-A-Lift.  If  we 
don't  have  it,  we'll  find  it!  Financing  is 
available.  NMEDA  Member.  Piease 
call  for  more  info.  

Drive-Master,  inc. 

9  Spielman  Road,  Fairfield,  N' J  07004 
(201)  808-9709 

Full  service  mobility  center,  raised 
tops/doors;  drop  floors;  custom  dri- 
ving equipment;  distributors  for  Mobile 
Tech.,  Crow  River  lifts,  Ricon,  IMS,  EZ 
Lock,  and  EMC  touch  pad  systems. 
41  yrs.  of  service  to  the  disabled  coi-^- 
munity.  Please  call  for  more  infc/.ua 
tion.  NMEDA  member. 

Ohio 


Pennsylvania 


Forward  Motions 

214  Valley  Street 
Dayton,  OH  45404 
(513)222-5001 

Full-Size/Mini-Van  modifications, 
new/used  lifts,  drop  floor,  raised  roof, 
lockdowns,  driving  equip.  NMEDA 
member.  Owned  by  person  with 
disability.  

Tri-State  Moiiility  Equipment  (k>. 

940  Cleveland  Avenue  SW 
Canton,  OH  44707 
1-800-343-3150 
and 

2735  Dorr  Street  (rear) 
Toledo,  Ohio  43607 
1-800-345-3150 

New-Used-Trade-Buy  full  size/mini-van 
modifications,  1 29  years  employees 
service  to  the  disabled  community. 
Trade-ins  welcomed,  financing  avail- 
able, NMEDA  member 


Drive-Master,  inc. 

9  Spielman  Road,  Fairfield,  NJ  07004 
(201)808-9709 

Full  service  mobility  center,  raised 
tops/doors;  drop  floors;  custom  dri- 
ving equipment;  distributors  for  Mobile 
Tech.,  Crow  River  lifts,  Ricon,  IMS,  EZ 
Lock,  and  EMC  touch  pad  systems. 
41  yrs.  of  service  to  the  disabled  com- 
munity. Please  call  for  more  informa- 
Won.  NMEDA  member.  

til-State  Mobility  Equipment  Co. 

940  Cleveland  Avenue  SW 
Canton,  OH  44707 
1-800-343-3150 
and 

2735  Dorr  Street  (rear) 
Toledo,  Ohio  43607 
1-800-345-3150 

New-Used-Trade-Buy  full  size/mini-vai 
modifications,  1 29  years  employees 
service  to  the  disabled  community. 
Trade-ins  welcomed,  financing  avail- 
able, NMEDA  member 


West  Virginia 


Tri-State  Moiiility  Equipment  Co. 

940  Cleveland  Avenue  SW 
Canton,  OH  44707 
1-800-343-3150 
and 

2735  Dorr  Street  (rear) 
Toledo,  Ohio  43607 
1-800-345-3150 

New-Used-Trade-Buy  full  size/mini-van 
modifications,  1 29  years  employees 
service  to  the  disabled  community. 
Trade-ins  welcomed,  financing  avail- 
able, NMEDA  member 


MAKE  BAJHTIME  WITH  YOUR 
CHILD  A  PLEASURE 
NOJ  A  CHORE  .  .  V 
With  ari  Aquatec  Bathlift 


•  ttod^  &  accessories  to  accommodate  various 
disabilities 

•  Head  &  bacit  supports  for  controlled  bo^  } 
positioning  ,f  i 

•  Safe,  non-slip  transfer  surface 

•  R>rtable  and  simple  to  install 


For  more  information  on  our  unique  and 
affordable  bathiifta  caU,  write  or  fax: 


AQUATEC 


spec' 


Health  Care  Products,  L.P. 

PIIP-ICM  Building  •  1003  international  Drive 

Oal<daie,  PA  15071-9223 
Plione:  41 2-695-21 22  •  Fax:412-695-2922 
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Let's  Eat  is  a :  ^ew  video  that  provides 
practical  information  on  feeding  a  cluld 
who  is  visually  unpaired,  and  on  helping 
the  child  to  develop  Independent  eating 
skills.  The  video,  which  costs  $15.00, 
explains  the  stages  a  child  goes  through 
in  learning  to  eat 
The  video  fea- 
tures parents 
with  children  of 
various  ages.  It 
also  discusses 
common  feeding 
problems  of  chil- 
dren with  visual 
impainnents  and 
possible  solu- 
tions to  these 
difficulties.  A  2&- 
pa^e  booklet,  also  called  Let's  Eat,  is 
available  in  English  or  Spaiush  and  is 
free  to  parents  of  children  with  visual 
impairments  ($3.00  for  others). 

Both  video  and  booklet  are  available 
from  the  Blind  Children's  Center,  4120 
Marathon  St,  Los  Angeles,  CA  90029, 
(800)  222-3567  (CA  only),  (800)  222-3566 
(US).  (Add  20%  of  total  order  for  ship- 
ping and  handling.) 

The  Blind  Children's  Center  offers  a 
number  of  other  booklets  and  videos 
covering  topics  such  as  play,  language 
development,  motor  skills  and  family 
coping.  All  booklets  are  free  to  parents 
of  children  with  visual  impainnents 
($1.50-3.00  for  others).  Contact  the 
Center  for  more  information. 


National  Leadership  Conference 

A  National  Leadership  Conferei-ice,  ' 
sponsored  by  the  Epilepsy  Foundation 
of  AmcricT,  will  be  held  September 
29-October  2,  1994  in  Alexandria,  Vir- 
ginia. The  conference  will  be  a  compre- 
hensive training  opportunity  for  i 
professionals,  volunteers  and  families 
coping  with  seizures  iuid  other  disabili-  . 
tics.  Topics  to  be  covered  include  legis- 
lation, learning  disorders,  soi/ure  ; 
medications,  advocacy  iuid  education. 
For  more  infomiation,  contact  Sandra 
IMce,  Epilepsy  F"o^lnd<^tion  of  America. 
4:{51  Garden  City  Dr.,  Landovcr,  Ml) 
20785,  (301)  459-37(X). 


Support  Groups 

•  Moebius  syndrome  is  caused  by  ] 
absent  or  decreased  sixth  and  sev- 
enth cranial  ner%'e  development,  and 
results  in  facial  paralysis.  The  Moe- 
bius Syndrome  Foimdation.  an 
information  and  communication 
network,  was  recently  formed  by 
parents  of  children  with  this  condi-  ■ 
tion.  Moebius  Syndrome  Founda-  ! 
tion,  P.O.  Box  993,  Larchmont,  New  ', 
York  10538,  (914)  834-6008.  i 

•  A  new  support  group  is  available 
to  families  of  children  with  Lesch- 
Nyhan  disease  (LND).  LND  is  a 
genetic  disorder  that  affects  only 
males.  lndi\iduals  with  LND  have 
mental  retardation  and,  in  most 
cases,  engage  in  self-mutilation. 
International  Lesch-Nyhan  Disease 
Association,  do  Leslie  Comely, 
11042  Femdale  St.,  Philadelphia,  PA 
19116.(215)6774206. 

•  The  TEF-VATER  Support  Net- 
work is  a  group  dedicated  to  the 
support  of  children  and  adults  bom 
with  tracheoesophageal  fistula, 
esophageal  i   esia  or  VATER  associ- 
ation (vertebi-al  anomalies,  imperfo 
rate  aims,  tracheoesophageal 
anomalies,  renal  anomalies  and/or 
radial  dysplasia).  Services  include 
family  matcliing,  refeiTal,  a  quar- 
terly newsletter  and  a  directory  of 
members.  Contact  Terri  Burke, 
1.5301  Grey  Fox  Rd.,  Upper  Marl- 
boro, MD  20772,  (301)  952-6837. 

•  Prevent  Blindness  in  Premature 
Babies  (PBPB)  is  a  group  that  pro- 
vides support  and  infomiation  to 
parents  of  children  who  have 
retinopathy  of  prematurity  (ROP). 
ROP  is  a  retinal  disease  that  prevents 
proper  development  of  the  eye  and 
can  lead  to  pemianent  damage  and 
blindness.  Contact  Margaret  Watson, 
P.O.  Box  44792,  Madison,  WI  53744- 
4792,  (608)  a45-6500.  A  free  copy  of 
PBPB's  newsletter  is  available  (specify 
print  or  Braille);  tax-deductible  dona- 
tions are  much  needed  and  gratefully 
accepted. 

•  Mucolipidosis  Tape  IV  (.MIA)  is  a 
nenrometabolic  genetic  disorder  that 
primarily  affects  people  of  Askensizi 
.lewish  descent.  Experts  believe  that 
many  cases  go  imdiagnosed  or  misdiag- 
nosed as  "cerebral  palsy"  or  "pers'asive 


developmental  delay  of  unknown  etiol-  : 
ogy."  Families  who  have  one  child  with  '; 
ML4  have  a  25  percent  chance  of  hav- 
ing another  affected  child;  non-affected  i 
siblings  may  be  carriers.  Accurate  di^- 
nosis  of  ML4  requires  analysis  of  skin 
or  conjunctival  biopsies  with  an  elec- 
tron microscope.  i 

Early  symptoms  of  ML4  may  include  i 
strabismus  (crossed  eyes),  \isual  prob-  • 
lems,  excessive  drooling,  impaired  ! 
speech,  variable  degrees  of  corneal 
clouding  and  delay  in  reaching  m^or 
motor  milestones  such  as  sitting,  crawl- 
ing or  walking. 

For  more  irtfomiation,  contact  the 
ML4  Foundation,  6  Concord  Dr.,  Mon- 
sey  NY  10952,  (914)  425-0639  or 
(718)  434-5067. 

;  Pablications 

:  •  The  University  of  Kansas  offers  a  40- 
page  booklet  entitled  Wliat  You  Need 
To  Know  About  Your  Child  With  An 
:  Emotional  Disability  and  the  Individ- 
nalized  Educational  Plan.  The  book- 
let, which  costs  $3.00,  is  intended  to 
gi\  e  parents  the  irtfomiation  they  need 
to  be  effective  advocates  for  an  educa- 
tion that  will  meet  their  children's 
unique  needs.  Some  infomiation  in  this 
booklet  applies  specifically  to  the  state 
'  of  Kansas;  mucli  is  applicable  any- 
.  where.  Available  from  John  Poertner, 
■  School  of  Social  Welfare,  Twente  Hall, 
'  University  of  Kansas,  Lawrence,  KS 

6604.5-2510.  (913)  8644720.  Make 
J  checks  payable  to  "School  of  Social 
Welfare." 

•  The  National  DowTi  Syndrome  Soci- 
ety has  introduced  a  new  magazine 
designed  to  educate  teenagers  and 
young  adults  about  people  with  Down 
syndrome  who  are  included  \vith  them 
in  the  community,  at  school,  on  the  job 
and  in  social  and  recreational  acti\i- 
ties.  The  premier  issue  of  News  'n 
Views  includes  articles  written  by  a 
number  of  teens  and  young  adults  with 
Down  syndrome.  Editor-in-<'liief  Chris 
Burko  is  well-known  for  his  role  as 
"Corky"  on  the  long-miming  tele\ision 
show  Life  Goes  On.  Subscriptions  to 
News  'n  Views  are  free;  contact 
Nationiil  Down  Syndrome  Society, 
(5()6  Broadway,  New  York,  NY  10012, 
(800)  2214602. 
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New  Products 


ZOOMCAPS 

These  large-print,  adhenive  computer  key  labels  are 
designed  to  assist  indiv.duals  with  low  vision;  they  may 
also  be  useful  for  childien  who  are  learning  to  type. 
Labels  are  printed  in  40-point  type  and  include  alphanu- 
meric chai-actere  and  other  special  keyboard  keys. 
ZoomCaps  labels  are  available  with  white  characters  on 
a  black  background  or  black 
characters  on  an  ivory  back- 
ground to  suit  individual  prefer- 
ences and  needs.  The  91-label 
sets  are  available  for  IBM  and 
IBM-compatibles,  Apple  He  and 
lie,  and  Macintosh  keyboards. 
Meeting  the  Challenge,  Colorado  Springs,  CO  80907 
Circle  #  238 

PROTECTACAP  PROTECTIVE  HEADGEAR 

ProtectaCap  is  lightweight,  custom-fitting  protective 
headgear  that  was  specifically 
designed  for  little  noggins!  Now 
available  in  newborn  through  adult 
sizes,  these  caps  may  be  ideal  for 
post-surgery,  therapeutic  activities 
and  for  individuals  requiring  head 
protection.  The  caps  are  made  of 
shock-absorbent  Ensolite"  foam  and 
have  a  Velcro*  closure.  They  provide 
maximum  head  coverage  along  with  maximum  hearing, 
ventilation  and  comfort.  ProtectaCap  comes  in  a  variety 
of  colors  and  is  machine-washable  and  -dryable! 
Plum  Enterprises,  Worcester,  PA  19490 
Circle  #  239 


ABOVO  PERSONAL  COMMUNICATING  DEVICE 

One  finger  is  all  it  takes  to  communicate!  The  Abovo  Per- 
sonal Communicating  Device 
(PCD)  has  a  unique  keyboard 
with  41  large  keys  an'l  a  built-in 
keyguard.  Its  40<!haracter, 
super-twist  liquid  crystal  dis- 
play can  be  read  from  any 
angle.  An  optional  Remote  Dis- 
play Unit  can  be  read  by  indi- 
viduals up  to  20  feet  away!  Tliis  unit  also  can  be  used 
with  Apple  and  IBM  computers — text  can  be  downloaded 
to  a  computer  for  use  with  word  processing  software. 
Abovo,  Springfield,  MA  01129 

Circle  #240 


CROSSSCANNER 

This  program  is  designed  to 
allow  a  person  using  a  single 
switch  or  any  pointing  device 
to  run  software  for  Macintosh 
and  Windows  (IBM  and  com- 
patibles) applications.  The  sin- 
gle switch  is  connected 
through  a  switch-adapted 
trackball.  Single-switch  mouse  moves  and  clicks,  double 
clicks,  drags  and  use  of  menu  bars  are  performed  by 
direct  cross-scanning.  This  software  can  be  fine-tuned  to 
the  needs  of  the  user  Text  can  be  entered  via  an  on- 
screen keyboard. 

R.J.  Cooper  &  Associates,  Dana  Point,  OA  92629 
Circle  #  241 


TREKS  LASERDISC  COMPANION  SERIES 

Earth  TVeks',"  Ecology  Treks',"  and  Time  TVeks'"  are  all 
included  in  this  series  of  cross-curricular  discovery  soft- 
ware that  utilizes  encyclopedic  reference  materials  and 

an  exciting  computer 
game  to  make  learning 
unforgettable.  These 
interactive  programs 
cover  geography,  ecol- 
ogy and  history  with  Bit- 
Bot,  the  knowledge 
robot.  Visual  and  graphic 
reinforcement  of  academic  subjects  may  help  some  chil- 
dren with  learning  disabilitie*;;  it  can  help  all  children  to 
maintain  interest  in  their  lessons!  The  TREKS  Laserdisc 
Companion  series  is  available  for  Macintosh  computers. 
Magic  Quest,  Palo  Alto,  CA  94301 
Circle  #  242 

HELMET  HaPERS 

Bows,  bi-colors,  prints, 
hearts,  splatter  designs 
and  10  assorted  colors 
mean  an  almost  unlimited 
number  of  ways  to  make 
protective  helmets  for 
kids  more  attractive  and 
fun  to  wear.  These  Lycra"' 

covers  fit  over  Danmar's  protective  helmets  and  come 
with  a  "hard  visor"  and  optional  decorative  bow! 
Danmar  Products,  Ann  Arbor,  MI  48103 
Circle  #  243 


erIq 


Tlie  ABLEDATA  database  oj'asai.'ilii'e  technology/  and  mhabilitatimi  equipment  contains  infoi-mation  on  more  than 
19,000  listings  of  products  for  peisons  of  all  ages  ivho  have  a  physical,  snison/  or  cognitive  disability,  lite  pwducts 
above  wnv  chosen  for  inchision  on  this  jxige  by  tlu-  ABLEDATA  stciO  based  on  their  spc(iftc  applicability  to  or  design  for 
cliildren  unth  disabilitie.<<.  For  more  ii{fonnation  on  assistive  devices,  or  to  submit  product  information  for  inclusion 
in  the  database  (and  possible  inclusion  on  this  page),  please  contact  ABLEDATA,  8455  Colesville  Rd.,  Stk  9;15,  Silver 
Spring,  MD  20910-3319,  (800)  227-0216,  V/TDD,  (301)  588-9284,V/TDD  or  (301)587-1967,  FAX. 
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Finally,  education  on  video  tape  to  help 
parents  help  their  children  with  special  needs. 

Through  this  ad  parents  will  receive  over  40%  discount  from 
the  clinical  catalog  prices.  The  following  tapes  can  now  be 
purchased  by  parents  for  $39.95  through  Exceptional  Parent. 


Potty  Learning  For  Children  Who  Experience  Delays, 

by  Susanne  R.  Hays,  M.S.,R.N.,C.R.R.N. 

This  video  presents  a  unique  developmental  approach  to  supporting  the  child 
in  learning  independence  in  the  management  of  "bathroom"  skills.  Specific 
areas  covered  include  readiness  for  potty  learning,  parent  responsibilities,  child 
responsibilities  and  how  to  implement  a  successful  program.  ED  077OD 


Effective  Intervention  For  Self-Feeding  Success, 

by  Christine  A.  Nelson,  Ph.D.,OTR. 

Learn  this  step  by  step,  reverse  chaining  method  of  teaching  feeding  to  mencally 
retarded  &  physically  limited  children.  An  effective  and  easy  to  follow  program 
for  parents  which  provides  the  tools  needed  to  be  successful  in  moving  your  child 
toward  independent  self-feeding.  Applicable  to  children  of  all  ages.  ED  078OD 


Massage  For  The  Infant  With  Developmental  Disabilities, 

by  Susanne  R.  Hayes,  M.S.,  R.N.,  C.R.R.N. 
Certified  Infant  Massage  Parent  Instructor. 

This  video  will  show  parents  how  to  stroke  their  infants  and  children  with 
special  attention  to  methods  which  honor  the  infant's  individual  concerns. 
A  valued  resource  for  every  parent-  to  assist  their  child's  development. 

ED  079DD 


Mail  to:  Exceptional  Parent.  Dept.  EP9408.  P.O.  Box  8  045.  Brick.  N.J.  08723 
Or  call  l-(800)-535-1910 
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Near  Normal  Feeding  For  Infants  With 
Oral-Facial  Anomalies, 

by  Susanne  R.  Hays,  M.S.,  R.N.,  C.R.R.N. 

Nippling  for  infant's  born  with  cleft  lip  and/or  palate 
can  be  very  difficult.Because  of  this  anomaly  of  oral 
structure  the  normal  feeding  process  is  affected.  Infants 
can  fail  to  thrive  very  soon.  This  video  outlines  the 
common  variations  of  oral  defects,  feeding  concerns 
inherent  with  each  type  and  easy  intervention  strategies 
'O  larents  can  follow.  ED  080OD  , 
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any  of  the 
books  listed  here 
with  the  coupon 
below  or  by  calling 
(800)  535-1910 


ATTENTION  DEFICIT  DISORDER 


Help!  This  Kid's  Driving  Me  Crazy! 

The  Young  Child  with  Attention  Deficit  Disorder 

L.  Adkins  &  J  Cady 

Information  about 
typical  belia\ior  cliar- 
acteristics;  offers  sug- 
gest ions  on  liowto 
foster  tlie  develop- 
ment of  appropriate 
beliavior. 

PE040AO  $5.00 
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aiiiJ)Ki;\ 
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ERIC 
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Attention  Deficit 
Disorder:  ADHD  & 
ADD  Syndromes 
(2nd  Ed.) 

Dale  R.  Jordan 
Guidelines  for  worlting  suc- 
cessfully with  ADHD  and  ADD 
in  children,  adolescents,  and 
adults.  For  teachers,  coun- 
selors, and  parents. 
PE038W  $14.00 


AUTISM 


AunsM 

Information  and  Renoiirces 
for  Parents,  Families,  and 
Professionals 

R.  SiMreos  &  P.  ZiosTs 
Resources  bool<,  presented  in 
a  questionandanswer 
format. 

PE04300  $24.00 


Children  wtth  Autism 

A  Parents' Guide 

KDITKI)  HV  MiCllAKI.  I'dWKK.S 

Aciimpli'tc  intrnduclioii 
to  autism  answers,  quest  ions, 
and  gives  hope  lo  parents 
coping  with  t  his  perplexing 
disorder. 

WB01700  $14.95 


III  il  iilritr 


Out  of  Silence 

a  Journey  into  language 

Ri;ssei.i,  Martin 
A  heartfelt  account  of  an 
autistic  child  struggling  to 
gain  the  gift  of  speech,  expos- 
ing the  depth  of  the  mind  and 
heart. 

HH083AM  $2ZS0 


DISABILITY/GENERAL 


Children  witfa 
Disabilities 


i-:i'ii.i-:i'SY 


ClIOICHSin 

ni-AHNlSSS 

A  I'airiili  Uiii'il' 


The  Best  Toys,  Books, 
&  Videos  for  kids 

Joanne  Oppenhei.m 
&  Stcphanie  Oppenhkim 
A  guide  to  over  1000  kid- 
tested,  classic  and  new  prod- 
ucts with  features  on  products  . 
for  kids  with  special  needs. 
HC0820D  $12.00 


Cant  Your  Child  See? 

A  Guide  for  Parents  of 
Visuallg  Impaired  Children 
E.  Scott,  H.  Jan  &  R.  Freeman 
Practical  guidelines  for  help- 
ing visually  impaired  children 
reach  their  full  potential 
PE04100  $23.00 


Children  with 

DiSABIUTIES:  A  Medical 
Primer 

M.  Batsiiaw 

For  parents  and  professionals. 
Over  200  detailed  illustra- 
tions, an  extensive  glossatj", 
and  section  on  syndromes. 
P607100  $29.00 


Children  with  Epilepsy 

A  Parents' Guide 

Editki)  hv  Hei.es  Rkisner 
Chapters  on  diagnosis, 
medical  i(ms,  daily  care,  family 
life,  advoeacy,  and  special 
educal  inn. 

WB01800  $14.95 


Choices  in  Deafness 

A  Parent's  Guide 

EiiiTKii  iiv  Si  K  .ScinvMir/.,  I'li.l). 
A  clear,  thorough,  reiissuring 
book  that  will  help  paient.s 
make  the  best  ehoiees. 
Written  by  profesfiionals  with 
frank  personal  aceounts  by 
parents. 

WB02SOD       ^  $14.95 
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Count  Us  In 

Growing  Up  with  Down 
Syndrome 

J.  KiNGsLEY  &  M.  Imn 
The  authors  share  their  inner- 
most thoughts,  feelings,  hopes 
and  dreams,  their  lifelong 
friendship. 

HB073DS  $9.95 


The  ExcEPTioxAL 
Parent  1994  Resource 

Guide:  Directories  of 
National  Organizations, 
Associations,  Products 
&  Services. 

A  valuable  reference  tool  for 
parents  and  professionals. 
EP05SDR  $20.45 


Honor  Thy  Son 

A  novel  by  Edgar  Award 
'^juter  Lou  Shaw 
This  unforgettable  story  com- 
bines suspense,  terror  and 
international  intrigue — and 
a  father  &  a  son  each  pursu- 
ing a  dream. 

AB0810D  $12.95 


The  Illustrated 
Directory  of  Disability 
Products 

Mo,"(TE  Mace 

Shows  hundreds  of  products 
along  with  names,  addres.ses 
and  phone  numbers  so  con- 
sumers can  get  more 
information. 

TP02600  $12.95 


It  Isnt  Fair! 

Siblings  of  Children  with 

Disabilities 

Edited  rv  S.D.  Ki.ein 

&  m.j.  schleifer 

Features  chapters  by  parents, 

siblings  and  professionals 

EPOOIEP  $14.95 


r<.  s„,>n„i.t.A,f> 


nil 

l.ANGi:y\OE 
of  "lOYS 


The  Language  or  Toys 

Teaching  Communication 
Skills  to  Special-Needs 
Children 

S.  ScimAinv.&J.  Mii.i.Eii 
Teaches  parents  how  to 
improve  their  child's  eomnui- 
nication  skills  at  home  with 
fun,  easy  to  folliiw  exercises. 
WB02000  $14.95 


Nobody's  Perfect 

Living  &  Growing  with 
Children  Who  Pave  Special 
Needs 

Nano'  B.  Mii.i.kr 
Offers  parents  the  strategies 
aiid  emotional  support  to  cre- 
ate a  harmonious  daily  life 
and  improved  eemmunication 
with  family,  relatives  and  pro- 
fessionals. 

PB0520D  $21.00 


Physicians*  Guide  to 
Raee  Diseases 

Edited  by  J.G.  Thoexk 
Over  1,000  pgs.  Contains 
information  on  approximately 
700  disorders. 

DP0210D  $75.50 


Punning  for 
THE  Future: 
Providing  a  Meaningful  Life 
for  a  Child  with  a  Disability 
qfter  Your  Death 

MaUK  Rl  SSELL 

AP024OD  $24.95 


DISABILITY,  PHYSICAL 


COHNC 
WITH 


Teaching  the  Young 
Child  with  Motor 
Delays:  a  Guide  for 
Parents  and  Professionals 

M.  Hansok  &  S.  Harris 
Provides  information  to  par- 
ents on  how  motor  develop- 
ment influences  other  areas 
of  development. 
PE049PD  $27.00 


INJITRY 


Children  with 
Cerebral  Palsy 

A  Parent's  Guide 

EnrrEi)  ky  Elaink  Gkilm.is 
About  CP  and  how  it  will 
affect  a  child  and  family. 
Written  by  doctors,  therapists, 
educators,  and  parents 
WB012PD  $14.95 


Coping  with  Cerebral 

Palsy:  Answers  to  Ques- 
tions Parents  Often  Ask 
Jay  ScHi.iEriiKORN 
Provides  answers  to  more 
than  300  questions  that  have 
been  carefully  researched. 
PE037PD  $24.00 


When  Your  Child  Goes 
to  School  After  an 
Injury 

Marilyn  Lash 

Issues  parents  need  to  con- 
front about  their  child's 
future  schooling,  health  care 
and  social  needs. 
EP006ML  $5.00 


When  Your  Child  is 
Seriously  Injured: 

77ie  Emotional  Impact  on 
Families 

Marilyn  IiAsh 

Topics  include  preparing  for 
hospital  Wsits,  reaction  to 
loss,  helping  siblings,  and 
coping. 

EP005ML  $2.75 


1  Tn.Su.i.'l>i(<Ji» 
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MENIAL  RETARDATION 


The  Child  Who 
Never  Grew 

Pearl  Biick 

Brings  back  Into  print  Buck's 
inspiring  account  of  her  strug- 
gle to  help  her  daughter  with 
mental  retardation 
WB008MR  $14.95 


l  i.lijachiiig^^!  ,  -."s 


CHnj)REN  WITH  Mental 
Retarda'hon 

A  Parents' Guide 

Edited  by  Romawe  Smith 
Guide  to  everything  parents 
need  to  know  about  raising 
their  child  and  meeting  their 
varied  medical,  therapeutic, 
and  educational  needs. 
WB007MR  $14.95 


COMMUNICA'nON  SKILLS 

IN  Children  with  Down 
Syndrome 

A  Guide  for  Parents 

LiBBY  KlIMIN 

Parents  learn  how  communi- 
cation skills  progress  from 
infancy  through  the  early 
teenage  years. 

WB031DS  $14.95 


A  Parents  Glide 
to  Down  syndrome 

Toward  A  Brighter  Future 

Siegfried  M.  Pueschel 
Thorough  overview  of  Down 
syndrome,  to  guide  parents 
through  the  life  span  of  their 
child. 

PB051DS  $20.00 


M  Teaching  THE  Infant 
with  Down  syndrome 

A  Guide  for  Parents 
and  Professionals 

Mahci  Hanson 

Expanded  thoroughly  updat- 
ed, written  specifically  for  the 
parent  of  a  Down  syndrome 
infants,  step-by-stcp  guide. 
PE048DS  $27.00 


Taking  Charge: 

Teenagers  Talk  About  life 
&  Physical  Disabilities 
Ei)n>:i)  BY  K.H.  Kriwsmvs 
Explore  the  wide  range  of 
Issues  that  ccenagerswilh 
physical  disabilities  face  as 
they  approach  adulthood. 
WB013PD  $14.95 
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CHILDREN'S  Page 


Living  with  Moebius  Syndrome 

by  Natalie  Abbott 


I was  bom  with  a  mild  case  of  Moebius 
syndrome,  a  condition  which  affects 
the  cranial  nerves  and  causes  facial 
paralysis.  The  whole  left  side  of  my 
face  is  immobile.  My  smile  is  lopsided  and  I 
can  only  move  my  eyes  up  and  down,  not 
side  to  side.  I  can't  move  my  tongue  very 
much,  so  it's  kind  of  hard  for  me  to  eat,  and 
I  slurp  a  little  too  much.  It  is  hard  to  drink 
from  a  straw  because  I  can't  move  my 
mouth  in  a  sucking  motion. 

As  a  result  of  Moebius  syndrome,  I  have  an 
asthma-like  condition  which  involves  shortness 
of  breath,  wheezing  and  coughing.  I  have  had  a 
lot  of  eye  problems  also.  I  have  had  two  surg- 
eries on  my  eyes — neither  of  which  I  remem- 
ber— and  I've  worn  sunglasses  since  I  was  two. 

Moebius  syndrome  affects  me  a  little 
bit  in  school,  too.  For  one  thing, 
I  am  not  able  to  be  alert  during 
games  in  gym  class.  When  we 
play  tag,  I  often  get  tagged 
because  I  ca^'t  look  around 
enough.  In  class,  I  have  problems 
because  the  muscles  in  my  hands 
are  really  weak.  It  hurts  when  I 
write  for  a  long  time.  Sometimes, 
I  get  kind  of  aimoyed  when  my 
teacher  walks  around  the  class 
while  talking — ^the  other  kids  can 
just  move  their  eyes  to  follow  her, 
but  I  have  to  move  my  


[From  top]  Natalie,  age 
three;  Natalie,  6,  meets 
Clifford  the  big,  red  dog; 
Natalie  and  Dad; 
Natalie,  11,  with 
cmsins  Jade  and  Colin. 


whole  head. 

My  mom  did  not 
tell  me  that  I  had 
Moebius  syndrome 
until  I  was  nine  years 
old.  I  think  it  would 
have  been  easier  on  me  if  my  mom  had  told  me 
when  I  was  younger  Before  my  mom  explained 
it  to  me,  I  only  knew  was  that  I  was  different.  I 
had  started  to  feel  self-conscious.  Once  I  found 
out  that  my  differences  were  caused  by  Moebius 
syndrome,  it  was  easier  to  handle. 

I  go  to  a  psychologist  once  a  week.  Mostly  we 
play,  but  sometimes  we  have  long  discussions 


about  certain  things  that  are  bothering 
me — ^some  involve  Moebius  syndrome, 
and  some  do  not.  She  tries  to  give  me  sug- 
gestions about  my  problems. 

I  have  had  speech  ther^y  since  I  was 
two  and  a  half  years  old.  Now,  I  have 
speech  thereby  twice  a  week — once  with 
a  ther^ist  at  school  and  once  with  a  pri- 
vate therapist.  Recently,  I  started  to  feel 

self-conscious  about  going  to  my 
speech  thers^ist  away  from 
school.  My  speech  therapist's 
office  is  right  on  a  main  street, 
and  there  are  a  lot  of  people 
around.  I  thir\k,  "What  if  a  per- 
son I  know  sees  me  here?"  I 
know  that  nobody  will  tease 
me  about  going  to  a  speech 
ther^ist,  but  I  still  feel  a  little 
bit  afraid  and  self-conscious. 
As  a  pre-teen,  I  think  that 
Moebius  syndrome  is  really  starting  to  affect  my 
self-esteem.  Even  at  nine  and  ten,  I  was  not 
mature  enough  to  realize  that  I  was  really,  really 
different  Now,  I  have  all  these  questions  that 
even  the  doctors  can't  answer 

I  should  develop  more  self-esteem,  but  it's 
hard.  I  always  worry  about  things  like  whether 
people  win  understand  me 
when  I  talk. 

Moebius  syndrome  has 
really  affected  me.  I've  been 
different  all  my  life,  and  for  a 
long  time,  I  didn't  know  why. 
If  I  didn't  have  this  syn- 
drome, I  tiai\k  I  would  be  a 
totally  different  person.  Hav- 
ing Moebius  syndrome  has 
given  me  more  self-awareness  and  I've  matured 
faster  because  of  it. 

Natalie  Abbott,  11,  lives  in  Piedmont,  California 
with  fie>- parents,  Marda  and  Wayne,  and  Iter 
cat.  Sfie  has  no  siblings,  but  enjoys  playing  with 
hernine  cousins.  In  September,  Natalie  will 
begin  siMh  gmde  at.  Piedmxmt  Middle  School. 
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Mentor^s  Pediatric  Program 

Mcnli'i:  (  'roLuiii  piiliciil  cJitcalioii  ]-ii(.dcrnil^  acniiahlc  lo 

cJuitdc  pnliciil<,  pLU\'iil>,   a)uf  ciirc-iji  i\'r>  <  ni'  [■'Lu'li.L'r 

nr  ii>iU]c. 


•  Sill -(ATM   I'EDIATRIC  AND  ADOLESCEMT  CATHETEnS 

•  \  iniO  GUIDE  JO  INTERMITTENT  SEl.F-CATHETERIZATION  TOR  BOYS  AND  (.IRib 

•  MENTOR  I'EDIATRIC  CLOCK        .  \  -  , 

•  TOOB{E  COLOR:INC  HOOK  ' 

•  PARENT  GUIDE  TO  INTERMITTENT  CAJHFTfRIZATION 

•  SEI.E-CATH  ACCESSORIES  .     "  ^^^^^ 


I  OR  INFORMATION  OR-SAMPLEVGALL  CUSTOMER  SERVICE  800-328-3»();} 
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Imagine  an  infant  stander  so  adaptable  it  can 
change  its  appearance  instantly  to  become  a 
stroller  or  even  a  highchair.  Tumble  Forms*,  a 
leader  in  early  intervention  products,  now  intro- 
duces the  Chameleon^''. 

Perfect  for  home  or  school  use,  the  Chameleon 
accommodates  children  from  25  to  37  inches  and 
up  to  50  lbs.  With  this  one  lightweight  unit,  you 
can  create  numerous  vertical,  prone,  and  supine 
positions,  for  sitting,  lying,  or  standing.  The  seat, 
seat  back,  and  foot  support  each  adjust  for  infinite 
possil  ilities.  Meanwhile,  the  child  is  cradled 


against  cushioned  supports  to  ensure  proper  body 
alignment.  You  get  three  versatile  products - 
stander,  stroller  and  highchair- all  for  the  price  of 
one. 

The  Chameleon  features  a  removable  tray  to 
allow  easy  transfer  as  well  as  swivel  casters  for 
portability.  Breathable  fabric  covers  are  conve- 
niently removed  for  laundering. 

Leave  it  to  Tumble  Forms  to  change  the  way  you 
view  standers. 


For  more  information,  call  1-800-631-7277.  In  Canada  call  1-800-665-9200. 
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Ford  MoBnuY Motoring 
Makes  Life  More  Rewarding! 


Ford  Motor  Company  undeistonds  that  a 
physical  disability  doesn't  mean  life  can't  be 
(ewaiding.  For  many,  there's  no  greater  rewari 
than  the  feeling  of  freedom  and  independence  that 
comes  from  driving. 

That's  why  your  Ford  and  Lincoln-Mercury  dealers 
wont  your  active  life  to  include  o  new  Ford  or 
Lincoln-Mercury  car  or  van  or  Ford  light  truck.  And 
Ihot's  why  the  Mobility  Motoring  Program  was 
created ...  to  make  adapting  your  new  Ford  or 
Lincoln-Mercury  product  easier  and  more  rewarding! 

,1  SyiooniFR  Road  m  Travf.i, 

Mobility  Motoring  storts  with  a  toll-free  call.  You'll 
know  you've  arrived  when  your  Ford  or  Lincoln- 
Mercury  dealer  hands  you  a  check  for  up  to  $750 
toward  the  installation  of  adaptive  driving  or 
passenger  equipment.  There's  nothing  for  you  to 
send  in ...  ond  there's  no  waiting  for  your  check! 

You'll  also  receive  a  complimentary  Ford  Cellular 
Telephone  ond  Roadside  Assistance'  for  the 
durotion  of  the  bumper-to-bumpe:  limited  warranty. 


PROGRAM 

l.\FORMATIO\  Yol  A>;K»  ... 
FOR  l\FORMi:i)  DFCisms 

The  Ford  Mobility  Motoring  Program  also  provides ... 

■  friendly  toll-free  and  special  "TDD"...  informotion 
line  to  answer  your  questions. 

■  a  list  of  nearby  assessment  centers  authorized  to 
provide  a  "prescription"  for  your  vehicle's 
adaptive  equipment, 

■  a  list  of  local  adaptive  equipment  dealers  and 
installers. 

■  sources  of  funding  which  may  be  able  to  provide 
ossistonce  in  addition  to  the  amount  you  receive 
from  the  Mobility  Motoring  Progrom. 

fip<;f  of  oil,  you  get  ford  Motor  Compony's  products 
ond  services.  A  (omponY  where  Quality  ond  service 
are  always  "lob  / 


So  whether  your  life  demands  a  new  Ford  or 
Lincoln-Mercury  car  or  von,  or  Ford  light  truck . . . 
just  call  1-800-952-2248  (for  TDD  users;  1-800- 
TDIM)312),  You'll  discover  that  Mobility  Motoring 
is  your  kind  of  reword! 

Free  MobHity  Motoring  Video! 

This  video  shows  how  eosy  it  is  to  open  the  door  to 
Mobility  Motoring  rewords.  You'll  meet  people  who 
hove  learned  the  process  is  really  simple.  You'll  ciso 
see  how  Ford  products  odapt , , .  for  versatility, 
convenience  and  iust  plain  motoring  fun.  Just  ask  for 
your  free  video  when  you  cull  us. 

Progra  m  Period 

October  1,1 993  — September  30,1994 

fuitomer  li  reipo/iiife  fo-  oW-ioy  mimmum  oOmm  on  rfie 
fed  Ceikb  S/s'em  Some  Ml  inMuol  (omen  imy  leme  o 
longei  ogieemni  oi  *ell  o<  oiliei  leloied  feme  ond  usoge  (/lorgei, 
io  ottepwite  li  opMwof  lo  bi  ehi'We  hi  the  tomp/ime/imiy  foil) 
(ellulai  telephone,  llie  mlonici  mi  one  live  m  on  oieo  tovcret/  by 
iiie  f  o/d  (elloloi  Sysiem  oi  ik  time  of  *e  purtAose  oi  toe 
hk  vooi  tkalei  toi  o  coov inc  '"m'cd  mjjran V  ond  comple'e 
Atti/s  ol  itie  Hoodvce  iwme  m  i'e(w/cs  (omcd  by  te 
.  KOlnCommiiment.  I  Scci  ffo'r"e(f  (o/coffedfr'pc  ifosc 
lunbaveoOdiwnak'^'ii'. 
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CoViR: 

Firc-fimr-old  Bet^jamin  Stotls  and 
hisxisttr,  Rachel  livr  in  Mesa,  Ari- 
zona. 1)1  this  issue,  Be^i's  mom, 
Jiiaiiitfi.  shares  plans  for  making 
a  u-heelchair  part  of  a  Hallouven 
eustiime.  See  page  50. 
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Stanlei'  D.  Klein,  Ph.D. 


Since  Exceptional  Pamit's  first  issue  in  1971,  we  have  advocated  for  the  exis- 
tence of  a  range  of  good  educational  choices  for  all  children.  Because  we  believe 
that  parents  are  the  best  experts  on  their  own  children,  we  have  published  a 
-."•'?o.7  number  of  articles  by  parents  who  have  made  a  variety  of  differ- 

ent educational  decisions  for  their  children.  Our  failure  to  "take 
sides"  has  been  criticized  both  by  proponents  of  inclusive  educa- 
tion and  those  who  support  relatively  separate  educational 
programs  for  some  children. 

As  I  listen  to  arguments  about  educational  choices,  I  am 
reminded  of  a  boy  I  once  knew  in  the  days  before  the  mjyor 
legislation  to  provide  a  free,  appropriate,  public  education  for  all 
children  with  disabilities.  This  boy  was  in  a  special  class  for 
children  with  mental  retardation  in  a  public  school  in  his  neigh- 
borhood, an  impoverished  urban  area  He  had  been  placed  there  solely  as  a  result  of 
his  score  on  an  intelligence  test — that  was  the  way  placement  decisions  were  made 
in  those  days.  I  was  asked  to  review  the  this  placement  because  some  people 
thougiit  the  boy  should  not  be  classified  as  "mentally  retarded" — especially  because 
his  IQ  score  was  just  below  the  cut-off  point  that  was  rigidly  applied  to  determine 
class  placements. 

I  visited  the  boy's  school  to  observe  the  special  class  in  which  he  was  currently 
placed  and  the  regular  classroom  in  which  he  would  be  placed  if  it  were  determined 
that  he  was  not  "mentally  retarded."  The  special  class  had  a  small  number  of 
students  and  a  talented  teacher  who  had  extensive  training  in  special  education.  The 
boy  was  flourishing  in  this  placement,  both  acadentically  and  socially. 

In  contrast,  the  regular  classroom  was  a  chaotic,  overcrowded  environment.  The 
teacher  was  overwhelmed,  and  had  no  supports.  Because  it  was  hard  to  imagine  that 
such  a  classroom  would  be  appropriate  for  any  child,  I  reconunended  that  the  boy 
remain  in  the  specisU  class.  I  wish  more  choices  had  been  available. 

Educational  Program  Awards 

Our  17th  Annual  Education  issue — September  1989 — brought  the  first  Mahistrenm- 
ing  Contest,  honoring  educational  programs  nominated  by  readers.  Last  September, 
the  award  was  presented  to  a  good  example  of  School  Inclusion.  This  year,  in  the 
interest  of  promoting  good  educational  choices  rather  t  han  any  specific  type  of 
placement,  the  award  was  renamed  the  Educational  Progmm  Awaiyi. 

We  received  far  more  nominations  tlian  ever  before.  This  year's  awards  go  to  a 
variety  of  different  programs — individual  inclusive  schools,  a  statewide  inclusion 
plan,  a  private  "special  education"  school  and  a  group  of  parochial  schools. 

Winners  are  profiled  within  a  series  of  articles  wluch  present  different  perspec- 
tives on  educating  children  witli  disabilities.  Also  within  this  section  is  an  article 
which  illustrates  the  hard  work  and  planning  necessary  for  Making  Inclusion  Work. 

At  the  White  House 

Assistant  editor  Kim  Schive  and  publisher  Joe  Valenzano  were  at  the  White  House 
on  July  27  for  a  celebration  of  the  fourtli  anniversaiy  of  the  Americans  with  Disabili- 
ties Act  (ADA).  President  Bill  Clinton,  Hillary  Clinton,  Vice  l^resident  Al  Gore  and 
Tipper  Gore  addressed  tlie  group  gathered  on  tl\e  Soutl\  Lawn.  While  celebrating  the 
ADA'S  many  contributions,  all  of  the  day's  speakers  emphasized  that  health  ctire 
refonn  would  play  an  essential  role  in  removing  still-oxisting  baniers  to  employment 
for  people  with  disabilities. 

Young  Contributors 

We  need  more  submLssions  for  our  (liikUen's  Page.  Tliis  is  an  important  feature  of 
the  magazine.  We  encounige  contributions  from  children  with  disabilities,  tlieir 
siblings  and  their  friends.  Be  creative!  Send  stories,  photos  and  artwork  to  Cliildroi's 
Page,  Exceptional  Parent,  209  Har/ard  St.,  Suite  303,  Brookline,  MA  02I4(5-500ri. 
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Viewpoints  on  Inclusion 

I  read  Dr.  Edwin  Martin's  guest  editor- 
ial, Inclusion:  Rhetoric  and  Reality 
(April  1994),  with  interest.  I  have  just 
been  through  a  due  process  hearing 
whereby  I  sought  residential  placement 
for  my  son,  Charles.  Currently,  our  case 
is  in  the  United  States  District  Court. 
By  the  end  of  these  proceedings,  we 
hope  to  discover  what  it  takes  to  get 
"residential  placement"  on  a  child's 
lEP — the  criteria  for  residential  place- 
ment are  ambiguous  at  best. 

In  the  course  of  pursuing  the  due 
process  procedure,  we  have  spent 
almost  as  much  as  a  single  year's 
tuition  at  the  school  where  he  is  now  a 
resident.  So  far,  the  only  clear  winners 
are  the  attorneys  and  consultants 
involved  in  the  case. 

While  the  trend  toward  inclusion  is 
admirable  and  noble,  it  hurts  those  chil- 
dren, like  my  son,  for  whom  residential 
placement  is  Expropriate.  Holding  to 
the  standard  that  a  school  district's  pro- 
gram need  only  provide  "some  educa- 
tional benefit"  unfairly  penalizes 
children  who  need  24-hour,  seven-day- 
a-week  continuity  and  structure. 

J.R.W.,  Alabama 


['1  Parents  should  be  encour^ed  to 
make  the  educational  choices  they  feel 
are  best  for  tlieir  cliildren.  Although 
other  parents  or  various  professionalr^ 
may  not  agree,  we  must  remember  it  is 
our  choice,  not  theirs. 

Two  of  my  daughters  have  attended 
special  programs  for  children  with 
mental  retardation.  In  my  opinion,  it 
was  the  best  program  for  the  girls. 
Inclusionists  have  forgotten  the  true 
meaning  of  "least  restrictive  environ- 
ment" If  a  child  has  needs  that  cannot 
be  met — and  I  mean  all  their  needs, 
including  acceptance  and  respect — 
then  they  are  not  in  the  right  place- 
ment I  believe  in  community 
integration  and  equal  opportunity,  but 
children  also  need  places  where  tliey 
are  wanted  and  loved,  not  ridiculed. 

As  a  blind  child  in  the  1950s,  I  was 
privileged  to  attend  Catholic  schools. 
This  was  a  good  experience  academi- 
cally. Socially,  it  was  not 

I  certainly  believe  that  our  children 
should  be  mainstreamed  when  possi- 
ble. But,  when  teachers  are  not  prop- 
erly trained,  materials  are  not  available 
or  children  have  additional  disabilitie.=, 
inclusive  settings  can  be  more  restric- 


tive. Parents  should  be  encouraged  to 
make  the  choices  they  feel  are  best  for 
their  children. 

C.R.,  Ohio 

n  I  would  like  to  share  my  experience 
with  inclusion.  My  son,  J.J.,  is  an  eight- 
year-old  boy  with  autism.  Because  of 
severely  aggressive  behavior,  he  has 
been  in  a  residential  placement  for  four 
years.  We  wanted  him  home,  but  felt 
we  could  not  offer  him  the  structured 
environment  he  needed. 

After  hearing  so  much  about  inclu- 
sion, we  decided  we  should  give  our 
son  a  chance.  It  lasted  three  months. 
My  son  did  not  stop  being  autistic  at  3 
p.m.  when  school  let  out  He  did  not 
stop  being  autistic  during  school  vaca- 
tions. His  behavior  deteriorated  badly. 
Although  "professionals"  told  us  we 
were  failing  our  son,  we  sent  him  back 
to  the  residential  school  where  he 
could  have  the  onj,oing  structure  and 
consistency  he  so  desperately  needs. 

Inclusion  may  be  wonderful  for  some 
children.  For  us — and  more  impor- 
tantly, for  my  son — ^it  was  a  nightmare. 
"Residential"  is  not  a  four-letter  word! 

D.B.,  New  Hampshire 


^  lb  reach  out  to  parents 

of  children  with  disabilities 
and  special  health  care  needs. 

To  empower  mothers  and 
fathers  by  providing  practical 
irtformation  and  emotional 
support. 

EiiTOiiu  Atmm  imt 

USA  BLUHBESO,  J.D.,  Corporate 
Attorney,  Aetna,  Hartford,  CT 

T.  BEKKY  BRAZELTON,  M.D.,  Clinical 
Professor  Emeritus  of  Pediatrics, 
Harvard  Medical  School,  Boston,  MA 

FSANCES  P.  CONNOK,  Ed.D., 
Professor  Emerlta,  SpecU 
Education,  Columbia  University 
Teachers  College,  New  York,  NY 

ALLEN  C.  CROCKER,  M.D.,  Director, 
Developmental  Evaluation  Center, 
Children's  Hospital,  Boston,  MA 


EU  FACTOR,  D.M.D.,  Parent, 
President,  Wheelchair  Motorcycle 
Association,  Brockton,  MA 
MURRAY  FEINOOLD,  M.D.,  Physiclan- 
in-Chief,  National  Birth  Defects 
Center,  UUtham,  MA 

SANDRA  B.  FLEISHMAN,  Parent, 
Project  Director,  A  WORLD  OF 
DIFFERENCE  Institute,  Antl- 
Defanation  League,  Boston,  MA 

BRUCE  M.  GANS,  M  JD.,  President, 
Rehabilitation  Institute  of  Michigan, 
Detroit,  MI 

SOL  GORDON,  Ph.D.,  Professor 
Emeritus,  Child  and  Family  Studies, 
Syracuse  University,  Syracuse,  NY 

STANLEY  I  GREENSPAN,  M.D., 
Clinical  Professor  of  Psychiatry  and 
Behavioral  Pediatrics,  George 
Washington  University  Medical 
School,  \feshington,  DC 

HERBERT  1.  GROSSMAN,  M.D., 
Professor  of  Pediatrics,  Neurology, 
and  Psychiatry,  Univ.  of  Michigan 
Medical  Center,  Ann  Arbor,  MI 

DAVID  HIRSCH,  M.D.,  Phoenbi 
Pediatrics,  Phocnb(,AZ 

GOODWIN  D.  KATZEN,  Former 
Executive  Director,  Rockland  County 
Center  for  the  Physically 
Handicapped,  Pomona,  NY 


SUSAN  M.  KLEIN,  Ph.D.,  Professor 

of  Special  Education,  School  of 

Education,  Indiana  University, 

Bloomlngton,  IN 
DINALOEBL,Ed.D.,OTR, 

Associate  Professor,  Department 

of  Occupational  Therapy,  School 

of  Education,  New  York  University, 

New  York,  NY 
EDWIN  W.  MARTIN,  Ph-D.,  President 

Emeritus,  National  Center  for 

Disability  Services,  Albertson,  NY 
JAMES  MAY,  MA,  M.Ed.,  Project 

Director,  National  Fathers'  Network, 

Bellevue,WA 
JEAN  B.  McGREW,  Ph.D., 

Superintendent,  Glenbrook  School 

District  1226,  Glenvlew,  IL 
EDWARD  NEWMAN,  Ph.D.,  Professor, 

Temple  University  School  of  Social 

Administration,  Philadelphia,  VA 
BETTY  PENDLER,  MS.,  Parent, 

Member,  New  York  State 

De^'olopmental  Disabilities  Planning 

Council,  New  York,  NY 
STEVEN  P.  PERLMAN,  D.D.S., 

M.SC.D.,  Assistant  Clinical  Professor, 

Boston  University  School  of 

Dentistry,  Boston,  MA 
HAKVGY  PRESSMAN,  President, 

Corporation  for  Opportunity 
Expansion,  Newton,  MA 


SIEGFRIED  M.  PUESCHEL,  M.D., 
Parent,  Prof  of  Pediatrics,  Brown 
Univ.  School  of  Medicine, 
Providence,  RI 
PEGGY  MANN  RINEHART,  BA, 
Parent,  Director  of  Communications, 
Center  for  Children  with  Chronic 
Illness  and  Disability  University  of 
Minnesota,  Minneapolis,  MN 
JEROME  ROSNER,  O.D.,  Professor 
of  Pediatric  Optometry,  University  of 
Houston,  Houston,  TX 
HA8IIYN  ROUSSO,  A.C.S.W.,  Director, 
DlsabiUties  Unlimited  CounseUng  & 
Consultative  Service,  New  York,  NY 
BARBARA  J.  SEABURY,  MA, 
Director,  Child  Life  Dept,  Rhode 
Island  Hospital,  Providence,  RI 
HOWARD  SHANE,  Ph.D.,  Director, 
rx)mmunications  Enhancement 
Center,  Children's  Hospital, 
Boston,  MA 
CAROL  TINGEY,  PI1.D.,  Parent, 
Psychologist,  Vfestern  Rehabilitation 
Hospital,  Sandy,  UT 
HAROLD  TURNER,  D.D.S.,  Associate 
Professor,  Retired,  School  of 
Graduate  Dentistry,  Boston 
UnWerslty,  Boston,  MA 
IRVING  KENNETH  ZOLA,  Pti.D., 
Professor  and  Chairman,  Dept. 
of  Sociology,  Brandcis  University, 
mham,MA 
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A  "Happy  Issue" 

Halfway  through  your  July  issue,  I 
found  myself  checking  my  checkbook 
to  make  sure  I  had  rem>\ved  my  sub- 
scription. I  liad  thought,  several  times, 
that  I  would  not  do  so. 

I  hope  this  issue  w<is  just  the  begin- 
ning of  a  new  Exceptional  Parent.  The 
many  "persomil  glimpses"  and  pereon- 
alized  articles  made  Uiis  issue  a  gem! 

Our  children  are  different.  Many  are 
ill — my  littlest  died  in  December  and  is 
missed  so  much — but  they  are  loved. 
We  need  and  value  the  information  you 
provide,  but  we  also  need  the  "perks" 
of  seeing  how  other  "real  people"  live, 
love  and  cope.  Here's  to  yoiu-  "happy 
I  issue." 

1  C.B.,  California 

1 

Familiar  Faces 

I  have  been  an  avid  reader  of  Excep- 
tionai  Parent  for  more  than  two  years. 
I  really  eryoy  the  recent  addition  of  the 
Familiar  Faces  page.  Thank  you  for 
continuing  to  publish  an  excellent  mag- 
azine for  parents  such  as  myself. 

J.T..  California 

Readers  Speak  Out 

ExcEiTioNAL  Parkst  recently  published 
a  letter  entitled  "Magazine  is  Less 
Useful"  (May  1994).  Tlie  writer  (E.M.. 
Te.ivs)  criticized  the  magazine  for 
failing  to  include  enough  articles  by 
parents;  she  felt  that  recent  issues  had 
placed  too  much  emphasis  on  political 
advocacy  and  inclusion.  E.M.  also  dis- 
agived  with  the  magazine's  policy  of 
pttblishing  only  tlie  initials  and  state 
of  letter  wtitos;  she  asked  that  read- 
ers he  given  the  option  of  using  full 
name^i  and  addresses. 

I  agree  completely  with  E.M.  I  have 
written  to  you  several  times  to  express 
my  desire  to  network  with  parents; 
your  policy  hinders  that.  If  parents  do 
not  want  to  publish  their  names  or 
addresses,  let  that  be  their  choice.  We 
are  all  "grown-up"  enough  to  handle 
mail  solicitors.  I  deal  with  that  every 
day! 

i      I  also  ag;iee  that  not  all  of  us  are  on 

I   the  incli.ision  bandwagon.  Our  choices 

I   should  be  respected,  too. 

I      Thank  you  for  putting  parents  in 
touch  with  one  another  I  cannot  think 
of  a  greater  puipose.  In  numbers  wo 
will  find  strength.  To  correspond  with  a 


I  parent  who  knows  my  pain  is  the  best 

j  gift  you  could  offer. 

I  LB.,  no  address  given 

j  i  '  P^rst  of  all,  I  don't  care  if  you  print  j 
I  my  name  or  initials.  I  think  you  have  i 
I  done  both  over  the  years  I  have  been  j 
1  writing  to  you.  AH  magazines  have  the 
I  right  to  set  their  own  editorial/stylistic 
;  policies.  I  wasn't  aware  that  this  publi- 
!  cation  was  run  by  popular  consensus. 
;  Go  ahead  and  do  what  you  will  with 
j  the  names/initials  on  letters. 
!      Perhaps  E.M.  is  being  defensive 
j  because  tlie  general  trend  of  the  more 
j  progressive  thinkers  in  the  field  of  spe- 
I  cial  education — parents  and  profes- 
I  sionals  alike — is  to  move  away  from 
segregated  placements  for  children 
with  disabilities.  I  think  it  is  part;  of 
E.rceptional  Parent's  responsibility  to 
keep  up  with  changes  and  movements 
within  the  field. 

I  am  glad  Exceptional  Parent  is 
reaching  out  more  to  "politically  active 
parents."  They  are  the  ones  who  helped 
to  push  legislation  through  Congress 
which  now  guarantees  our  children  a 
free,  appropriate,  public  education.  Tlie 
political  is  the  personal;  the  personal  is 
the  political.  Our  children's  options  in 
life  will  be  shaped  by  the  political 
process.  It  is  foolhardy  to  think  that  we 
can  opt  out  of  it. 

Actually,  E.M.'s  letter  helped  me  to 
clarify  my  thinking  about  the  magazine. 
I  knew  that  I  had  started  reading 
1  Exceptional  Parent  a  lot  sooner  after  it 
arrived  and  reading  a  lot  more  of  the 
articles.  Now,  I  know  why.  The  maga- 
zine has  become  more  politically  aware 
and  more  scholarly,  and  therefore,  a  lot 
more  interesting  to  me.  I  can  live  with- 
out maudlin  parent  testimonies  about 
how  their  children  with  disabilities 
chiuiged  their  attitudes  toward  God 
j  and  their  religion  and  how  it  made 
!  them  better  people. 
1      Please,  E.rceptional  Parent,  continue 

to  be  politicjil,  scholarly  and  useful  to 
;  me. 

j  J.L,  California 

I  .  j  I  specifically  disagree  with  E.M. 

'  from  Texa.s.  I  am  the  mother  of  a  gifted 

j  adolescent  with  learning  disabilities 

I  and  attention  deficit  disorder.  I  had  pre- 
viously let  my  subscription  lapse 

;  because  I  was  not  able  to  relate  my 

I  son's  situation  to  the  magazine  articles. 

'  I  wasn't  finding  the  magazine  very  help- 


ful or  relevant  to  our  family.  I  am 
finding  E.rceptional  Parent  much  more 
relevant  and  supportive  this  year. 

KM.,  Rhode  Island 

'  .  I  would  like  to  add  my  vote  for  pu'j-  j 
lishing  names  and  addresses  in  the  ' 
Search  section.  I  have  always  felt  it  was  j 
a  bad  move  to  stop  doing  that.  It  1 
seemed  like  yet  anoUier  example  of  the  I 
disability  professionals  putting  as  much  i 
dLs'ance  as  possible  between  parents.  I 
We  parents  desperately  need  each  | 
other.  I  have  long  puzzled  over  and  I 
resented  being  kept  away  from  other  I 
parents  artificially — "for  my  own  j 
good."  Yeah,  right.  j 

Parents  with  knowledge  are  parents  i 
with  power  Tliey  are  thorns  in  the  j 
sides  of  disability  professionals.  This  ! 
gives  professionals  a  vested  interest  in  ! 
keeping  parents  apart.  I  wjis  very  disap- 
pointed when  E.ireptional  Parent 
bought  into  that  idea.  I  thought  it  was  a 
magazine  for  parents! 

I  also  must  say  that  in  general, 
E.rceptional  Pamnt  is  excellent.  I  have 
learned  from,  laughed  at  and  cried  over 
£irticles  you  have  published.  Keep  lis- 
tening to  parents — that  will  keep  you 
on  t  rack. 

M.D.,  Michigan 

i 

Editor'.';  Nnn::  We  appreciate  the 
many  thoughtfidlettets  we  ivceived  in 
n'S])onse  to  E.M.  's  commetits.  We  agree 
tliat  letter  rvritei's  in  this  section 
should  begiveti  options  about  hon'  to 
j  identify  themselvci.  F}vm  now  on, 
!  ?r ri lersoflct ters  to  the  ed itorjv ill 
have  the  option  of  being  identified  by 
initials  and  state;  fidl  name  and  state; 
or  full  name,  city  and  state.  When  no 
prefeivnce  is  stated,  we  will  continue 
to  use  initials  and  state. 

On  the  other  hand,  we  will  continue 
to  identify  write)s  ofSt:Mcn  letters 
only  by  initials  and  state,  and  tofor- 
wairl  responses  thmugh  this  office. 
Tliis  decision  has  nothing  to  do  ivith  a 
desire,  as  M.D.  put  it,  "to  ke(^)  jyarents 
apart."  On  the  contra ly,  we  aw 
thrilled  by  the  fact  that  so  many  par- 
ents liave found  each  other  in  the 
i  pages  of  this  magazine  over  the  years. 
i  Hut  being  aNe  to  handle  responses 
I  allojcs  us  to  select  a  rcptvsentative 
:  sample  to  puhli.sh  in  Rksi-oM),  allow- 
■  ing  many  nwiers  to  Imiqfit.  It  also 
1  gire.s  us  another  avenue  of  insight 
I  into  our  readers'  inteivsts  and  con- 
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A  River  Runs  Ihrou^  h. 


introducing  the  River  Tank  Ecosystem! 

Your  fish  hove  been  dreaming  of  this. 
A  playground  of  sorts  where  they  move  up  and 
down  the  rapids  and  waterfalls.  And  where  they 
travel  from  pool  to  pool  as  they  do  in  a  natural 
river  habitat. 

Maybe  you've  been  dreaming  of  this. 
A  tank  you  never  have  to  empty.  A  tank  that  let's 
you  use  real  plants  above  and  below  the  water. 
A  tank  that's  entertaining  and  educational.  A  tank  Tm 
that  requires  little  maintenance. 

It's  not  on  aquarium.  It's  not  a 
terrarium. 

The  patented  River  Tank  Ecosystem  is  a 
dynamic,  living  habitat  where  plants,  fish,  frogs 
and  reptiles  interact  in  ecological  balance. 

ERIC 


Like  a  real  river,  the  rushing  water  generates  a 
healthy,  oxygen-rich  environment.  When  the  water 
seeps  through  the  gravel-filled  plant  cavity, 
biological  balance  is  naturally  maintained.  And 
since  plants  use  fish  waste  as  food,  there  is  no 
need  for  fertilizer. 

There's  a  River  Tank  for  every 
environment. 

Homes.  Schools.  Workplaces.  Now 
everyone  can  have  a  river  view.  The  River  Tank  is 
available  in  four  sizes:  RT-10,  RT-20,  RT-30  and 
RT-45.  It's  very  affordable.  And  you  don't  need  a 
life  preserver  to  enjoy  it.       Rllf  EB 
Call  1-800-808-8822 
for  more  information  or 
the  dealer  nearest  you. 


fANrt 

SYSTEMS 


P08ox44S,tai«t,lil  02822 


623 

CIrcta  #  261 


of  Birth 
Defect 
Children  (6BDC) 
is  your  iinic  to 
parent  partners, 
birth  defect 
information, 
newsletters,  fact 
sheets,  and  support 
referrals.  Link  with 
families  of  children  with 
similar  disabilities  through 
fIBDC's  National  Birth  Defect 

Registry. 

To  receive  a  free  parent 
matching  registry  packet  and 
information  about  6BDCs  other 
projects  and  services  call: 
1 -800-31 
(24  hours  a  day) 


Be 
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0853  During  the  Combined  Federal 
Campaign  in  your  workplace. 
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cents;  this  helps  us  to  plan  the  content  offutui-e  issuer. 

Finally,  in  hopes  of  allowing  more  parents — and  chil- 
dren— to  find  each  other,  a  pen  pals  page  \oill  soon  become  a 
regular  pail  of  Exception ai.  Parent.  See  below. 


Pen  Pals 

As  a  result  of  many  requests  from  readers,  we  will  begin  a  Pen 
Pals  Page  in  an  upcoming  issue. 

If  you  are  an  adult  seeking  a  pen  pal,  send  us  your  name  and 
address  along  with  two  or  three  sentences  to  introduce  yourself 
and  explain  the  type  of  pen  pal  you  would  like  to  find.  Please 
include  a  daytime  telephone  number  (where  we  can  reach  you; 
it  will  not  be  published). 

Children's  pen  pal  requests  should  include  the  above  informa- 
tion plus  the  child's  age  and  sex,  the  daytime  phone  number  of  a 
parent  and  a  parent's  signature  confirming  permission  to  publish 
the  child's  request. 

Here's  one  to  start  with: 

Scott  Richards 
RR#l,Boxl889E 
Whitefield,  ME  04353 

Age  9,  male.  Has  brother  with  Coffin-Loury  si/ndrome;  likes 
rock-colleding  and  karate.  Wants  to  hear  from  anyone 

Send  pen  pal  requests  to:  Pen  Pals,  Exceptional  Parent,  209  Har- 
vard St.,  Suite  303,  Brookline,  MA  02146. 


Designed  for  the  Development 
of  Functional  Skills! 


The  Mulholland  Growth  Guidance  System"  is  a 
fully  integrated  Postural  Support  System.  All 
components  aie  designed  to  interact  with  therapy 
objectives  in  the  acquisition  of  head  and  tnmk 
control,  dysphagia  training  and  fine  motor  skill 
development.  Available  with  Tilt  in  Space  and 
Crash-tested  for  Car  Seat  and  Van/Bus  Use. 
For  More  Information  Contact: 

Mulholland  Positioning  Systems,  Inc. 
P.O.  Box  391,  Santa  Paula,  CA  93061 
(800)543-4769  FAX  (805)  933-1082 
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THE  AUTOMATIC  TOOTHBRUSH 
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LGIENE 
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42J  North  Rodw  Ofiva,  Sukt  ISm 
Bevarfy  Hills,  CA9BW 
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Community  Involvement 

My  son  is  a  delightful  nine-year-old 
with  attention  deficit  hj-peractixity  dis- 
order (ADHD),  auditory  processing  dis- 
order and  secondary  autistic  tenden- 
cies. He  has  just  completed  a  year  of 
supported  inclusion  in  second  grade. 
Academically,  he  did  fine.  Socially, 
however,  the  year  was  abysmal.  He  was 
never  inxated  to  birthday  parties  or  play 
dates.  We  tiied  Cub  Scouts  and  a  swim 
i   team.  Other  children  avoided  him. 
I   Involved  adults  were  patronizing  but 
'   intolerant.  My  husband  and  I  offered 
.   our  help  in  all  extracurricular  activities. 
We  have  tried  everything  to  get  our 
son  involved  in  our  community  but 
:   have  met  with  no  success.  I  would 
;   appreciate  suggestions  from  parents 
■   who  have  been  successful  in  involving 
'   their  children  in  their  communities. 

J./f.,  New  Jersey 

I  Werdnig-Hofl&nann  Disease 

1   Our  five-year-old  son.  Daniel,  was  diag- 
i   nosed  with  Werdnig-Hoffmann  disease 
I   (spinal  muscular  atrophy,  type  I)  at  12 
months.  At  age  two,  he  was  diagnosed 
i   with  a  seizure  disorder  and  had  a  feed- 
'   ing  tube  iivserted.  He  has  been  hospital- 
ized frequently  due  to  aspiration  pneu- 
monia 


Search  and  Respond  is  an  opportunity  for  our 
readers  to  exchange  information  about  their 
practical  experiences  meeting  the  everyday 
challenges  of  life  with  a  child  or  adolescent  with 
a  disability.  Wi  also  expect  parents  to  ask  appm- 
priatepn^essiomls. 

Please  indicate  whether  the  letter  is  a 
search  or  response.  If  a  response,  be  sure  to  note 
in  which  issue  the  original  Search  letter 
appeared.  AU  responses  are  forwarded  to  the 
writers  of  the  Search  letters;  some  are  published. 
PuDlished  letters  may  be  edited  for  purposes  of 
space  and  clarit)'. 

Write  or  fax: 

Search  or  Kespond 

Exceptional  Parent 

209  Harvard  Street,  Suite  303 

Brookline,  MA  02146-5006 

Fax:(617)730-8742 

For  information  about  specific  disabilities,  con- 
tact the  National  Organization  for  Rare  Disorders 
(NORD),  100  Rt  37,  P.O.  Box  8923,  New  FairfleW, 
CT  06812,  (800)  999-NORD,  (203)  746-0518.  Also, 
see  "National  Resources  for  Specific  Disabilities 
and  Conditions"  In  Exceptional  Parent's  im 
Retourct  Guuie  (January  1964). 


Daniel  cannot  roll  over,  sit  up,  crawl 
or  walk.  However,  he  has  an  electric 
wheelchair  and  is  very  mobile.  He  can 
still  control  his  anns  and  hands.  He  is 
exceptionally  bright. 

My  husband  and  I  would  like  to  hear 
from  anyone  who  has  information  on 
or  experience  with  this  disease. 

B.O.,  Rhode  Island 

Editor's  Note:  Families  ofSMA  (P.O. 
Bo.r  1465,  Highland  Park,  IL  60035- 
7Jf65,  800/886-1762)  can  put  you  in 
touch  with  otherSomilies  of  children 
with  this  condition. 


Catheterization? 

'  I  am  the  mother  of  a  three-year-old  who 
i  has  been  diagnosed  with  cystic 
;  periventricular  leukomalacia.  She  has 
I  cerebral  palsy,  infantile  spasms  and  is 
.  tube-fed. 

i      She  has  had  recurrent  urinary  tract 
;  infections  and  is  currently  on  Bactrim, 

in  hopes  of  preventing  further 
I  episodes.  After  she  had  a  cystogram, 
'  our  doctor  ad\ised  us  that  we  will  have 
;  to  start  catheterizing  her  intermittently. 
Her  bladder  is  extremely  small  and 
does  not  empty  out  totally. 

We  are  very  discouraged  and  hope 
that  someone  can  provide  alternatives 
for  us.  We  don't  know  if  there  are  other 
options  besides  catheterization. 

CM.,  California 


Unsure  About  tlie  Future 

My  three-year-old  son,  Nevada,  was 
boni  at  31  weeks  weighing  three 
pounds,  fourteen  ounces.  He  has  been 
diagnosed  with  bronchopulmonary  dys- 
plasia bilateral  sp;istic  hemiplegia, 
hydrocephalus,  asthma,  central  ner- 
vous system  damage/dysfunction,  oral- 
motor  dysfunction  and  a  seizure  disor- 
der He  has  a  tracheotomy,  VP-shunt 
and  g-button.  He  is  oxygen-<iependcnt. 

Despite  his  many  problems,  Nevada 
is  an  iUert,  happy  and  sociiil  child.  He 
seems  to  understiuid  what  is  going  on 
aroimd  liim  and  i.s  starting  to  talk.  He 
can  sit  iuui  stand  with  assisttuice. 
Although  Nevada  doe.s  not  take  any 
nutrition  by  mouth,  lie  is  starting  to 
taste  diffcreiit  foods. 

1  have  always  been  ;m  advocate  for 


full  inclusion,  and  I  try  to  include 
Nevada  in  as  many  social  activities  as 
possible.  Next  year,  he  will  be  starting 
in  the  regular  preschool  program  at  our 
local  school.  My  husband  and  I  try  to 
treat  him  as  though  he  does  not  have 
disabilities. 

I  would  like  to  hear  from  other  par- 
ents who  have  a  child,  Nevada's  age  or 
older,  who  has  similar  disabilities.  I  feel 
unsure  about  Nevada's  future  as  far  as 
school,  feeding,  family  attitudes  and 
social  activities. 

B.L.,  Kentucky 


Severe  Disabilities 

I  would  like  to  correspond  with  other 
parents  who  have  a  child  with  severe 
disabilities.  My  10-year-oId  son  has 
autism  and  mental  retardation.  He  is 
still  in  diapers. 

I  have  rheumatoid  arthritis.  On  a 
"bad  day,"  caring  for  my  son  is  quite  a 
challenge.  I  would  like  to  be  able  to 
write  a  letter  to  someone  who  can  iden- 
tify with  what  I  am  going  tlirough. 

L.B.,  Arizona 

Undiagnosed 

Our  one-year-old  daughter,  Marissa,  is 
developmentally  delayed.  To  date,  her 
main  symptoms  have  been  severe 
hjijotonia  (low  muscle  tone)  and, 
recently,  myoclonic  seizures  involving 
her  Eirms  and  eyes.  At  six  months  of 
age,  she  had  two  seizures  and  has  been 
on  Phenobarbital  since,  with  no  more 
occuiTing.  Her  vision  was  poor,  but 
seems  to  be  impiwing  as  she  gets 
older.  She  is  very  tall  for  her  age — 
almost  ;34  inches  long,  putting  her  at 
the  110th  percentile  for  her  age. 

Marissa  has  had  the  following  evalu- 
ations and  analyses:  cranial  MRIs, 
EEG,  bone-age,  lumbar  puncture,  uiine 
and  plasma  amino  acids,  urine  organic 
acids,  EMG,  muscie  and  nerve  biopsies, 
thyroid  honuone  levels,  anmionia,  lac- 
tate, pyruvate,  calcium,  very  long  fatty 
acids,  creatinine  kinase  ;ind  higli-reso- 
lution  metaphase  chromosome  exami- 
nation. All  were  nonnal  except  that  the 
muscle  biopsy  showed  thicker-tlian- 
nonnal  mitochondria.  Bioc-heinictU 
studies,  however,  .showed  noniuU 
enzyme  levels.  A  DNA  study  on  her 
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"/  limit  to  tell  a  stoiy  " 


"I  want  to  sjK'H  and 
talk  faster.  " 


"I  want  to  communicate  faster 
with  my  associates." 


Introducing  DynaWfite. 


EhiiaVox  Was  Jast  Tlic  Beginning. 

Wlicii  Wf  t'ltM  imnHlucctl  the  a-xolutionan-  nw 
l)yii;i\bx  augniciitatixc  conimunkaticin  aid.  llif 
a-sponsc  was  oxcrwlu'lniiiii;. 

Ik'caiisc  jx-opli.'  toiind  that  l)yna\ux  s  nuKk-rn, 
iis<.T-triciKlly  technology  w  as  so  nuicli  easier  to 
icani  than  oid-fasiiioiK-d  ccHles,  most  of  thcni  could 
Ix'gin  using  it  in  less  than  half  an  hour. 

In  fact,  DynaN'ox  Tiiadc  c\cr>tlay  conmuinication 
so  enjoyable,  they  w  anted  to  go  on  to  e\  en  ga-ater 
challenges. 

Introducing  DjiiaWritc. 

lliat's  w  h>  w  e'\e  ca-ated  I)\  naWrite,  the  new 
softwaa-  package  for  DynaN'ox  that  helps  [x-ople 
coniix)sf  longer,  nioa-  complex  mes.s;iges.  f;tster;uid 
c-.tsier  th;ui  e\er  Ix'foa'. 

l)\  na\\'rite  uses  a  fonii  <  ;i  artificial  intelligence 
called  'woril  pa-diction,"  which  diMlyzcs ;ts  \ou 
w  rite,  and  offers  logical  choices  for  the  next  woal, 
based  on  the  rules  of  grammar  and  a  built-in  ■4(),(KK)- 
woal  dictionar>. 

\  sers  can  select  from  these  choices  w  ith 
a  single  keystroke,  so  they  can  coni|X)se 
me\s;iges  tw  ice  as  fast  ;ls  w  ith  oaiinar> 
letter-b>  -letter  txping. 


l-inisiied  compositions  c-.ui  then  he  s;i\ed, 
a'loaded,  and  a-edited  ;ts  needed,  and  spoken  by 
the  IXnaVox,  or  output  to  a  printer 

Dedicated  To  Communication. 

And  Ixx-aasc  the  l)\iia\ox  Ls  a  totalK  self-contained 
aiminuniailion  ;ucl.  you  get  ;ill  tliLs  c-.ipability  w  ithout 
ha\ing  to  buy  a  scp;irate  computcT  ;uid  speech  s\iithe- 
si/cT,  or  Ic-.im  sptx."i;ili/ed  comixitcr  skills. 

No  other  single  de\  ice  can  offer  the  complete 
sixctauii  of  communication  —  from  sv  nilxils,  writ- 
ten woals,  and  adv  anced  woal  pa-diction,  to  the 
liigliest  t|iuility  sv  nthesized  spetxii  in  the  world.  So 
no  other  dex  ice  c;ui  offer  the  \  alue  l)yna\bx  c-.in. 

A  Straightforward  CommitnK-nt 

.\nd  tliiit's  no  accitlcnt.  It's  a  diaxl  a-flcxlion  of  our 
commiuiient  to  augmentatixe  commiuiic;ition. 
Ikv.iase  we  know  it  t;ikes  moa-  th;ui  jast  tet  hnolog\' 
—  it  takc-s  a  tlic  )rougli  iuiderst;uiding  of  Luigaige,  cc  )i> 
tinning  support,  ;ukI  iiractic;il,  iitfoakible  .y)lutioiis  — 
to  keep  ii;ice  with  your  growing  netxls. 
^  .  So  if  >  ()u  know  someone  who  might 

Ixnetit  from  the  DynaNbx  —  and  fn)m 
new  DynaWrite  softwaa  —  we  urge  you 
to  contact  your  therapist.  Or  give  us  a  call 

at  i-soo-.^j-ir-a 


We  Hear  You. 


TECHNOLOGY  INC. 
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muscle  tissue  was  also  normal.  i 

Marissa  can  roll  from  her  stomach  to  j 

her  back  and  from  her  back  to  her  , 

stomach.  She  is  just  starting  to  scoot  i 

'   on  her  tummy.  When  prone,  she  can  lift  ' 

i   her  head  'or  one  to  two  minutes.  Her  j 

I   flne-moto:  skills  are  at  a  four-to-five-  j 

;   month  level.  Her  fine-  and  gross-motor  ' 

]  skills  seem  to  be  progressing,  but  at  a  I 
I   slow  pace.  She  is  still  very  floppy. 

I      Marissa  eats  well,  and  is  alert  and  \ 


good-natured.  She  is  starting  to  make  i 

some  soimds,  but  does  not  babble.  ! 

We  feel  very  frustrated  that  she  can-  | 

not  be  diagnosed.  The  doctors  keep  \ 

telling  us  that  we  have  to  wait  to  see  if  : 

new  symptoms  appear.  I  feel  that  there  \ 

has  to  be  somebody  out  there  with  an  I 

answer  and  a  diagnosis.  We  would  like  ' 

to  hear  from  anyone  who  knows  of  a  ! 

similar  child.  I 

LB.  &  M.B.,  Minnesota  i 


Progressive  Neurological 
Disorder 

My  14-year-old  son,  Michael,  has  been 
diagnosed  with  familial  spastic  para- 
pai^sis.  Doctors  have  told  us  this  is  a 
"wastcbasket"  diagnosis  they  use  for 
unknovm  disorders.  We  have  searched 
without  success  for  a  diagnosis  so  we 
can  better  prepare  for  his  future.  We 
know  he  has  a  progressive  neurological 
disorder  that  involves  the  white  matter 
of  the  brain  and  the  myelin. 

Mike's  development  seemed  nonnal 
until  he  was  about  three  years  old.  In 
preschool  he  was  unable  to  cut,  paste,  ! 
color  or  put  on  his  snow-pants  or 
boots.  Between  the  ages  of  three  and  | 
four,  he  started  to  walk  on  his  toes.  | 
Then,  he  began  dragging  his  right  leg. 
Since  age  10,  he  has  been  unable  to 
walk  independently.  Now,  he  cannot 
stand  independently.  He  uses  a  motor-  \ 
ized  scooter  and  wheelchair.  He  is  no  '. 
longer  able  to  write,  and  his  speech  has  i 
deteriorated  to  a  point  where  ho  is  \ 
almost  impossible  to  understand.  j 

Mike  has  just  completed  seventh 
grade  in  a  regular  classroom.  He  is  of  i 
average  intelligence,  although  he  is  ' 
below  grade-level  in  some  subjects.  He 
has  a  full-time  aide  in  school. 

Mike  has  imdergone  numerous  tests. 
All  have  been  normal  except  the  MRI  j 
which  shows  decreased  myelin  of  the  j 
white  matter  of  the  brain.  I  would  i 
appreciate  hearing  from  anyone  whose  j 
child  has  a  similar  condition.  j 
P.B.,  Wisconsin  ] 

I 

EnimK's  NoTf-::  Tiic  United  Ijnikodys-  \ 

tmphy  Foumlation  (230Jt  HigMand  \ 

Dr.,  Sycamoiv,  IL  60178,  800/728-  ! 
5483)  can  put  you  in  touch  with  fam- 
ilies of  children  wlw  arc  similar  to 

your  son.  Tliey  ynay  also  be  able  to  I 

help  you  obtain  a  more  specific  diag-  | 

yiosisfor  his  condition.  i 

I 

Johanson-Blizzard  Syndrome  ; 

I'm  a  mother  of  a  beautiful  1 1-month-  j 
old  boy  named  Joey,  who  was  bom  i 
with  a  rare  I'ondition  called  Johanson-  ] 
Blizzard  syndrome.  I 

The  syndrome  causes  pancreatic  j 
malfunction,  imperforate  anus,  deaf- 
ness, hyiiothyroidism,  dwarfism, 
abseiu'i'  of  pemiiuiont  tooth,  malab- 
soiption,  aplasia  of  the  alao  nasi 
(absence  of  nostril  opening.*-  ),  mental 
retiirdation  and  developmental  delays. 

Joey  receives  physical  imd  occupa- 


Super  Light,  Super  Strong, 
Super  Safe,  Super  Simple. ..the 
Columbia  Car  Seat  has  been  the 

#1  choice  since  1986  Thousands  of  Columbia  Car 

Seats  are  now  in  use,  and  we  have  received  some  amazing  crash  stories.  One 
grateful  father  in  Louisiana  sent  a  picture  of  his  badly  crumpled  van  and  said, 
"My  4-year-old  son  escaped  without  a  scratch,  did  not  even  break  his  glasses." 
One  mother  in  Colorado  wrote,  "Thank  you  for  making  such  a  wonderful  car 
seat!  I  really  like  how  comfortable  [my  son]  is  in  it.  On  Dec.  5, 19'51,  we  were 
hit  extremely  hard  on  the  passenger  side.  My  6-year-old  son,  a  healthy  65 
pounds,  was  not  hurt  at  all  because  your  car  seat  held  him  so  securely." 

Our  years  of  real  world 
experience  give  you 
peace  of  mind 
knowing  your  child  is 
comfortable  and 
secure  in  our  seat! 


PLUS  it's  light- 
weight, easy  to  use, 
good-looking  and 
easy  to  care  for! 


Tile  most  crash-tested, 
'air  sciit  ii\  ajlable... 
passed  tor  ciiildron 
l  r})«'i  20  10  1.02  lbs.,  , 
\\>l  \V1  iC;i[S  H  \1  1 
AS  \1,LC  il  ,is 


aimp.ir.ihli' 
car  seal! 


Ask  for  our  FREE 
Full  Color  Catalog 
of  convenient, 
helpful  products 


\  ( ) \ \'  ■  I  \ C 1  11 1.  S  r ( 1 T U) M  .\  ( .  I '  A  n  In  IT! 


The  Columbia  Car  Seat  is  your  best  value! 

•  The  LIGHTEST  special  car  seat-easy  to  handle! 

•  Fits  easily  into  ALL  vehicles,  no  matter  how  compact! 

•  EXCEEDS  all  Federal  safety  standards! 

•  Approved  for  car,  school  bus  and  even  airplane  travel! 

•  Fits  your  choice  of  4  stroller  bases! 


A.rr^.r^vV  (800)454-6612 
MEDICAL     .  i.)cpt(li,r.O.Box(,33 

MVC  CORP.    I'acific  I'alisadcs,  C  A  40272 
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^^HRYSLER  MADE  IT 
EASy  FOR  US  TO  GET  INTO 
A  NEW  VEHICLE. 


AND  THEN  BACK  OUT  AQAIN. 
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At  Chrysler  Corporation,  we  receive  a  lot  of  letters 
from  satisfied  customers.  While  we  appreciate  all 
of  them,  none  are  more  important  to  us  than  the 
ones  from  people  who  are  facing,  or  whose  loved 
ones  are  facing,  physical  challenges  every  day- 
including  the  challenge  of  remaining  mobile  in  an 
automotive  world. 

After  all,  we  were  the  first  automotive  company 
to  establish  an  assistance  program  for  the  phys- 
ically challenged  —  years  before  most  of  the 
others.  And  since  then,  Chrysler's  Physically 
Challenged  Assistance  Program  (P-CAP)  has 
helped  thousands  of  poople  —  drivers  and 
passengers  alike  —  achieve  a  lifestyle  of 
independence  and  freedom  that  may  not 
have  been  possible  otherwise. 


And  now  the  program  offers  you  more  than  ever 
before.  Higher  cash  reimbursements — up  to  $1,500 
for  adaptive  driving  or  passenger  aids  installed  on  new 
Ram  Vfens  and  Wagons;  up  to  $750  on  all  other  new 
Chrysler  Corporation  cars,  trucks  and  minivans.  Com- 
plimentary three-year  Cross  Country  Motor  Club 
membership.  A  friendly,  knowledgeable  P-CAP  Re- 
source Center  to  help  answer  all  your  questions.  And 
complete  Chrysler  Credit  financing  to  qualified  buyers. 

All  topped  by  more  experience  assisting 
the  physically  challenged  than  any  other 
automotive  company.  So  call  us,  or  contact 
your  local  Chrysler  Corporation  dealer,  for 
more  information.  We'd  like  to  make  it  easy  for 
you  and  your  family  to  get  into  —  and  out  of— 
<MMtPOIMTION    a  new  Chrysler  Corporation  vehicle. 


ERIC 


For  more  information  on  the  Phiysically  Challenged  Assistance  Program,  call  us  at  1-800-25S-9877. 


E  Tuned-In,  Turned-On  Book 

About  Learning  Problems 

-Revised  Edition- 
Help  your  child  learn  hmv  to  ivork 
around  learning  disabilities 


In  this  best  selling  self 
help  guide  written 
directly  to  adoles- 
cents and  teens 
author  MajnoU 
Ha\'es,  Ed.D., 
takes  a 
positive  and 
practical  ap- 
proach to  helping 
kids  capitalize  on 
their  individual  learn- 
ing style. 


The  content  of  the  new 
edition  now  in- 
cludes new  study 
tips,  a  new  glos- 
sary', and  more 
homework' 
for  parents 
and  teachers 
to  help  them 
understand  what 
a  child  with  learn- 
ing difficulties  needs 
them  to  know. 


TUNED-IN,  TURNED  ON  BOOK  About  Learning  Problems 

6x9"  softcover.  163  pp.  #090-1  $10.00 
Prepaid:  Add  $2.50  s/h  Billed:  Add  Wc  s/h  (min.  $2.50) 
California  residents  add  sales  tax. 


Academic  Therapy  Publications 

20  Commercial  Blvd.  a'Tk  Novato,  CA  94949-6191 
1  (800)  422-7249     E-s2^fesss  Fax:  (415)  883-3720 
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Agape^^Uage 

helps  develop  happy,  hilfilled  people  by 
promoting  self  worth  and  self-sufficiency. 

Agape  Village,  a  residential  community  for  mentally  retarded/ 
intellectually  disabled  adults,  provides  i  kaming  atmosphere  in  which 
a  highly  qualified  professional  staff  offer  Villagers  opportunities  for 
success  in 

■  learning  home  living  skills  and  money  management 

■  vocational  and  loh  training        ■  swial 'emotional  growth 

■  physical  fitness  and  recreation     ■  spiritual  growth  and  church  participation 

Contact:  Glcnda  B.  Wallace,  Ph  D.,  Agape  Village 
.1711  Agape  VillageRJ.,Macon,GA.11210, 912-471.3700  fj 
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tional  therapy.  He  is  unable  to  sit  up  or  crawl,  but  is  able  to 
roll  over 

I  ha\  e  liad  a  difllcult  time  finding  ciin'ent  research  and 
iiifomiation.  I'm  interested  in  talking  with  any  other  parent 
who  has  a  child  witli  this  syndrome. 

n.I..  Xortit  Camlina 


Neonatal  Herpes  Encephalitis 

Oiu'  six-year-old  son  hjis  bilateral  temporal  lobe  danage  as  a 
result  of  neonatal  herpes  encephalitis. 

Jimmy  does  not  process  sound,  so  he  does  not  speak.  He 
also  has  epilepsy  and  mental  retardation.  He  is  considered 
hyperactive  and  has  been  placed  in  a  program  for  children 
with  autism.  We  would  like  to  coiiunmucate  with  other  par- 
ents or  caregivers  who  have  had  experience  with  children 
who  have  been  affected  by  neonatal  herpes  encephalitis. 

B.W..  Michigan 


Trisomy  4p,  Monosomy  5p 

My  beautiful,  20-month-old  daughter  hi^s  been  diagnosed 
with  a  chromosomal  imbalanced  traitslocation  resulting  in 
trisomy  4p,  monosomy  3p.  She  has  significant  developmental 
delays  and  is  visually  impaired.  I  would  like  to  con'espond 
with  any  parents  of  a  child  with  tliis  diagnosis. 

//.//.,  New  .Jersey 


..Introducing  KID  KEYS.. 
The  keyboard  for  early  learners. 


KID  KEYS  is  designed  with  the  alphat)et  and  numbers 
in  mind.  It  makes  your  computer  more  user  friendly 
and  FUN  for  the  earliest  computer  users! 

-  BIG  COLORFUL  1  inch  alphabet  and  number 
ordered  keys  are  easy  to  find. 

-  Plug  compatible  with  PC/XT  and  PC/AT  computers. 
Requires  no  additional  software. 

-  "Co-Pilot"  cable  available.  Allows  simultaneous 
use  of  two  keyboards.  An  ideal  tutoring  tool. 


Key  Concepts  1-800-293-5090 

Box  21066  Charlotte,  NC  28277 
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Nail-Patella  Syndrome 

C.M.T.  (April  199-li)  has  a  son  will:  full-blown  Nail-Patella 
(N-P)  fiijiidmme,  an  easily-diagnosed  but  rare  genetic  con- 
dition characterized  by  tiail  dysplasixt,  bone  deformities 
and  sometimt^,  kidney  failure.  lan's  parents  were  looking 
for  up-to-date  information  on  N-P  and  hoped  to  hearfmm 
another  individual  or  family  with  tlie  syndrome. 

I  am  30  years  old  and  have  N-P  syndrome.  I  have  only  the 
thumbnail  involvement  and  have  lived  a  busy,  athletic  life. 

I  have  two  children.  My  second  was  bom  with  excessive 
tibial  torsion  caused  by  the  lack  of  a  patella  in  his  right  leg 
and  a  small,  distal  patella  in  his  left  leg.  He  wore  casts  for  six 
and  a  half  weeks  after  birth,  and  a  Dennis-Brown  bar  for  14 
months  after  that.  He  is  30  months  old  now  and  walks  with  a 
slight  limp,  but  is  otherwise  happy  and  healthy. 

We  have  spent  four  to  five  hours  with  a  geneticist  learning 
more  about  N-P  syndrome.  We  learned  that  N-P  syndrome  Ls 
caused  by  a  dominant  gene  that  is  passed  on  by  an  affected 
parent.  A  person  with  the  syndrome  has  a  50  percent  chance 
of  passing  it  on.  N-P  syndrome  may  be  expressed  slightly, 
moderately  or  severely. 

My  inmiediate  family  is  a  good  example  of  the  various 
ways  the  syndrome  may  be  expressed.  My  grandmother  has 
tluunbnail  and  flrst-fingemail  involvement  with  elbow  dys- 
plasia My  mother  has  thumbnail  and  first-flngemail  involve- 
ment, elbow  dysplasia,  56  percent  scoliosis  and  a 
small/square  patella.  I  have  thumbnail  involvement  only.  My 
sister  Barbara  has  thumbnail  involvement,  elbow  dysplasia 
and  six  percent  scoliosis.  My  sister  Joan  has  thumbnail 
involvement,  elbow  dysplasia,  eight  percent  scoliosis  and 
small  kneecaps.  1  have  thi'ce  other  siblings  who  do  not  have 
N-P  and,  therefore,  can't  pass  it  on. 

My  grandmother,  who  came  over  from  Ireland,  remembers 
that  her  mother  had  N-P,  but  she  doesn't  know  who  had  it  in 
previous  generations.  Since  my  extended  family  has  16 
affected  members,  doctors  at  Johns  Hopkins  University  are 
collecting  blood  from  affected  and  non-affected  family  mem- 
bers for  a  study.  They  already  know  that  the  gene  for  N-P 
syndrome  is  on  chromosome  nine  but  are  hoping  to  pin 
down  the  exact  location. 

M.K.L.,  California 


Rhizotomy 

C.S.  (May  W9^)  has  a  three-year-old  daughter  with  spastic 
quadriplegic  cerebral  palsy.  She  is  non-ambulatory  and 
does  not  rmwi.  She  has  poor  trunk  contwl  bnt  can  sit 
unsupported  on  the Jloor  in  a  ring-sitting  position.  Her 
doctor  has  recommended  rhizotomy  sutgery.  Before  mak- 
ing a  decision,  C.S.  wanted  to  licarfrom  parents  of  similar 
childivn  who  have  had  this  sxitgery. 

My  daugliter,  Leali,  sounds  a  lot  like  your  daughter  Leah 
liad  rhizotomy  surgery  six  months  ago. 

Tlie  -surgery  helped  Leah  in  sevei-al  ways.  It  greatly  reduced 
tin-  spjLsticity  in  tier  legs,  and  it  reduced  the  spiustic-ity  in  her 
amis  to  a  les.ser  degree.  Now,  she  is  mow  comfortable  and 
seems  more  confident  luid  sociable.  We've  also  noticed  that 
her  speech  is  more  fluent,  and  tier  articulation  is  better 
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Before  the  surgery,  my  expectations 
were  too  high.  I'd  spoken  to  only  one 
other  parent  whose  child  had  under- 
gone rhizotomy  surgery.  Two  months 
later,  her  kid  was  practically  doing  laps, 
playing  the  piano  and  reciting  the 
I   Gettysburg  Address! 
I      Needless  to  say,  our  results  have  not 
j   been  so  dramatic;  however,  it  has  been 
only  six  months  since  the  surgery.  I've 
I  heard  it  is  a  one-to-two-yoar  process  in 
j  most  cases.  At  least,  Leah  no  Icnger 
I  has  to  fight  the  spasticity  day  and  night. 
'■   It  has  improved  the  quality  of  her  life. 
I      Was  the  surgery  a  hassle?  Yes.  A 
;   nightmare?  Pretty  much.  Would  I  do  it 
]   again?  Yes.  But  I'm  glad  I  don't  have  to. 

CM.,  Neio  York 

D  Your  child's  condition  is  very  similar 
to  my  son's  at  the  same  age.  Kenny  also 
has  spastic  quadriplegic  cerebral  palsy. 
At  30  months,  his  only  mesms  of  mobil- 
ity was  combat  crawling.  He  could  not 
sit  or  stand  unsupported.  Fine-motor 
skills  were  delayed  in  his  right  hand 
£md  nonexistent  in  his  left. 

The  doctors  cautioned  that  following 
rhizotomy  surgery,  the  typical  child 
regresses.  They  told  as  it  might  be  a 
year  before  any  improvement  would  be 
seen.  That  was  not  true  for  Kenny.  He 
had  the  rhizotomy  surgery  on  his  tJiird 
birthday.  The  stiffness  in  his  body  was 
gone  Eilmost  immediately. 

Following  the  surgery,  Kenny  went 
to  physical  therapy  five  days  a  week  for 
almost  a  year.  Witliin  months  after  the 
surgery,  he  could  sit  unsupported, 
crawl  and  walk  short  distances  with  a 
walker  Later,  he  learned  to  staiid 
imsupported.  His  fine  motor  skills  also 
improved.  Doctors  tell  us  that  his  gains 
are  iimong  the  best  they  have  seen. 

I  was  apprehensive  about  putting 
Kenny  and  us  through  the  surgery.  It 
required  a  great  commitment  from  his 
faniily  and  his  school.  The  costs — and 
not  just  the  financial  cos's — were 
great,  however  the  benefits  have  been 
priceless.  I  have  known  the  families  of 
a  few  other  children  with  cerebral 
palsy  who  have  had  rhizotomy  surgery; 
none  have  regretted  it.  Not  every  child 
will  benefit  from  the  surgery  as  much 
as  Kenny,  but  I  recommend  you  give  it 
serious  consideration. 
:  CO.,  Mirliit/an 

I  .  Our  1 1-year-old  son  also  lias  spastic 
quadriplegic  cerebral  palsy.  A  few  years 


ago,  we  also  were  senously  consider- 
ing rhizotomy  surgery  for  him.  Brian 
sits  cross-logged,  uses  a  walker,  crawls 
and  transfers  almost  independently. 

We  first  went  to  a  children's  hospital 
where  we  met  with  a  neurologist  and  a 
physical  therapist.  Just  from  watching 
Brifm  walk  down  the  hallway  without 
Ills  braces,  they  immediately  deter- 
mined he  was  a  good  candidate  for  the 
surgery.  They  told  us  they  wanted  to  do 
it  as  soon  as  possible. 

We  felt  uneasy  with  the  speed  of 
their  decision  and  the  urgency  they 
conveyed,  so  we  decided  to  get  a  sec- 
ond opinion  at  a  different  hospital. 
Brifm  spent  three  days  there.  His  evalu- 
ations included  a  gait  lab  £md  in-depth 
evaluations  by  physical  £md  occupa- 
tional therapists.  Following  these  eval- 
uations, Brian's  case  was  discussed  by 
a  team  of  doctors  £md  therapists.  The 
team  concluded  that  a  rhizotomy  was 
inappropriate  for  Brifm  because  of  the 
weakness  in  his  trunk.  They  deter- 
mined that  the  surgery  would  leave  him 
unable  to  crawl,  sit  cross-legged  and 
transfer,  it  might  also  interfere  witli  his 
use  of  a  walker  They  left  the  final  deci- 
sion up  to  us;  we  felt  very  strongly  that 
we  could  not  take  the  chance  that 
Brian  would  lose  some  of  his  function. 

I'm  telling  you  our  experience  only 
because  I  wimt  you  to  make  sure  your 
daughter  is  evaluated  veiy  carefully  by 
a  team  of  professionals  who  have  had 
extensive  experience.  Once  the  surgery 
is  done,  there  is  no  reversing  it.  What- 
ever your  decision,  we  wish  you  luck. 

\  Bilateral  Aniridia 

j  S.G.  (May  1994)  is  the  mollterof^l- 
I  month-old  Katie,  who  was  bom  with 
I  bilatemi  aniridia,  a  rare  condition 
involving  absence  of  the  iris.  Katie's 
diaffnosis  includes  foveal  and  j/joru- 
lar  hypoplasia,  optic  neive  hypopla- 
sia, nystatpnus,  congenit:il  cataracts, 
hypempia,  strabismus  and  ambly- 
opia. Genetic  .screening  has  shorcn 
tfiat  Katie's  chromosomes  are  normal. 

S.G.  was  inteivsted  in  contacting 
families  ofchildivn  with  anii'idia  who 
have  Imd  catunwt  surgery  or  e.vperi- 
encewith  intmanUar  or  contact  letiscs 
!  with  a  painted.  Ji.ved  iris.  S.G.  also 
'.  wanted  to  locate  people  with  aniridia 
i  or  other  eye  abmmnolities  in  which 
I  theiv  was  a  history  of  penicillin  or 


pcnncilhn  de^ivatwes  being  used  '.hir- 
ing tJu!  first  W  weeks  of  pregnancy. 
My  daughter,  Lauren,  also  has 
;  aniridia.  Like  Katie,  Lauren  has  foveal 
'  and  macular  hypoplasia,  nystagmus 
;  and  strabismus.  Her  visual  acuity  is 
\  about  20/160  in  her  better  eye  and 
I  20/200  in  her  weaker 

You  asked  if  anyone  has  had  experi- 
:  ence  using  contact  lenses  with  a 
j  painted  iris — we  have.  Lauren  was 
j  fitted  with  soft,  extended-wear  lenses 

at  the  age  of  three  montlis.  It  was 
I  extremely  difficult  to  change  the  lenses 
I  for  cleaning.  A  three-month-old  does 
j  not  stay  still  long  enough!  Our  family 
:  had  a  system,  but  it  was  not  fun.  When 
it  was  time  to  change  her  lenses,  our 
son  laid  across  her  legs  with  a  pillow 
so  she  could  not  kick.  My  husband  held 
her  arms  over  her  head  to  help  keep 
the  head  steady,  and  I  took  out  the 
lenses.  When  her  lenses  were  clean,  we 
repeated  this  process  to  put  them  back 
in.  Lauren  fought  it  all  the  way!  She 
also  got  a  lot  of  eye  infections.  We 
finally  gave  up  on  the  lenses  when  Lau- 
ren was  about  nine  months  old.  By  that 
time,  she  had  learned  to  nib  her  eyes  in 
I  a  certain  way  £md  pop  the  lenses  out. 
I'll  never  forget  the  day  she  ate  one! 

Lauren  had  strabismus  surgeries  at 
18  imd  24  months  of  age.  They  were 
!  very  successful.  Not  only  did  they  give 
her  eyes  a  more  normal  appearsmce, 
but  they  seemed  to  greatly  reduce  the 
broad  swings  of  her  nystagmus.  Her 
surgeries  were  uneventful,  even  easy. 

I  would  like  to  tell  you  about  l.auren 
now.  She  is  fully  m?instreanied  in  our 
local  schools.  She  sees  a  vision 
j  resource  teacher  twice  a  week.  She  has 
reading  glasses  and  all  kinds  of  magni- 
I  fving  glasses.  She  maintains  a  low-B 
j  average  in  a  very  competitive  school, 
j      We  are  very  proud  of  Lauren's  ability 
j  in  sports.  Two  years  ago,  she  was 

ranked  sixth  in  the  state  in  swimming 
.  (50-meter  freestyle );  she  has  also  set 
many  cross-countiy  and  track  records. 
Tills  past  spring  she  joined  a  local  soft- 
ball  league;  she  turned  out  to  be  a  good 
I  batter  and  second  baseman.  This  siiiii- 
I  mcr,  she  taught  swimming  at  a  local 
I  day  camp.  Not  too  bad  for  a  "blind  kid." 
'      L^xiiroii  has  lots  of  friends  and  is  for- 
',  ever  tjilking  on  the  phone.  Her  room  is 
papered  with  posters  of  rock  stars.  She 
,  is  just  like  any  other  teenage  girl.  We 
•  are  very  i)roiid  of  her 
'  R.R.,  Illinois 
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^ec  reverse  side  for  subscription  detiUs 


□  We  have  a  13-year-old  daughter,  Car- 
oline, who  has  aniridia.  Caroline  has 
the  chromosomal  abnormality  associ- 
ated with  aniridia — a  deletion  of  lip  IS-. 
My  understanding  is  that  the  deletion 
may  be  quite  sniEiIl  and  may  require 
DNA  probe  studies  to  find,  but  if  a  per- 
son has  aniridia,  the  deletion  is  there. 

We  were  told  about  the  possibility  of  I 
Wilni's  tumor.  We  put  Caroline  on  a  j 
schedule  of  ultrasounds  every  six 
weeks,  and  an  FVP  (x-ray  of  the  kidneys 
with  dye  contrast  iiyected)  every  six 
months.  Some  doctors  felt  this  sched- 
ule was  excessive,  but  in  our  case  it 
worked  well.  Caroline  developed  the 
timior  in  her  left  kidney  at  18  months. 
She  had  the  kidney  removed  and 
underwent  chemotherapy  for  a  year. 
Since  then,  she's  had  no  recurrence.  We 
have  been  told  that  Wilm's  is  a  risk  for 
our  kids  until  about  age  five,  but  it  is 
uncommon  after  age  three  and  virtually 
nevsr  occui-s  after  age  eight. 

Caroline's  vision  is  about  20/200  in 
both  eyes.  She  reads  large  print  and 
gets  around  very  well.  She  has  nystag- 
mus, macular  hypoplasia  and  bilateral 
cataracts.  Her  intraocular  pressures 
have  always  been  normal,  but  I  imder- 
stand  that  it  is  unusual  for  children 
with  aniridia  to  develop  glaucoma 
before  their  late  teens. 

You  asked  about  maternal  exposure 
to  penicillin.  1  didn't  take  any  antibi- 
otics during  my  pregnancy  with  Caro- 
line, but  penicillin  and  its  derivatives 
are  among  the  most  widely-prescribed 
drugs  in  the  world.  Most  antibiotics  are 
considered  safe  during  pregnancy,  and 
millions  of  pregnant  women  have  taken 
them.  If  there  was  a  relationship 
between  penicillin  and  aniridia,  aniridia 
would  not  be  so  rare. 

Haxing  said  that,  I  fully  understand 
your  need  to  find  a  "reason."  1  spent  ■ 
great  deal  of  time  searching  for  one 
myself  Diuing  my  pregnancy,  I  was 
obsessed  with  doing  everything  "right." 
I  ate  the  most  nutritious  foods,  avoided 
all  dnigs  and  chemicals,  exercised, 
rested  and  drove  everyone  around  me 
crazy.  But  1  still  gave  birth  to  a  child 
witli  a  birth  defect.  Why?  I  still  do  not  | 
have  an  answer  i 
You  (lid  not  mention  wliether  Katie  is  , 
your  only  child.  I  hesitated  to  hav^^  ' 
{mother,  l)Ut  my  urge  to  have  imother  ' 
child  became  overwhelming.  Laura  is  ' 
fl\'e  months  old,  "normal"  and  the  Joy  i 
of  the  entire  family.  I 
K.T.,  Colorado  I 


Skeletal  Anomalies 

D.D.  (June  1994)  has  a  three-year-old 
daughter,  Atrwmda,  with  skeletal 
anomalies.  Three  of  tlie fingers  on 
Amanda's  right  liand  are  webbed;  two 
iviU  be  surgically  separated.  Amanda's 
legs  are  nonnal  to  the  knees,  but/mm 
each  knee  ejiends  a  three-toed  foot 
with  the  .sole  turned  inwanl.  Doctors' 
recommendatimis  have  included 
splinting,  partial  ampidation  with 
pivsthesis  use  and  othei- surgeries. 
D.D.  was  looking  for  other  families 
that  Mve  faced  similar  choices. 

I  am  an  adult  with  skeletal  anom- 
alies similar  to  your  daughter's.  I,  too, 
have  three  malformed  fmgers  on  my 
right  hand.  My  right  arm  is  much 
smaller  than  my  normal  left  arm  and 
hand.  My  right  leg  has  what  is  med- 
ically termed  a  "congenital  deficit  of 
the  right  femiu-."  My  pelvis  is  also  mal- 
fonned.  Basically,  I  was  bom  with  a 
knee  which  started  at  the  pelvis.  My 
lower  leg  was  attached  to  the  knee  and 
had  a  normal  foot. 

My  parents  did  not  know  how  to  deal 
with  my  skeletal  anomalies.  Finally,  on 
the  advice  of  a  very  wise  doctor,  my 
right  foot  was  amputated  when  I  was 
14  years  old.  Following  the  surgery,  I 
was  given  a  fairly  well-fitting  prosthe- 
sis. (Prosthesis  design  has  improved 
greatly  since  the  first  one  I  received.) 
My  only  regret  is  that  the  amputation 
did  not  take  place  at  an  earlier  age. 
That  would  have  allowed  me  more 
growing  years  to  have  developed  skill 
in  using  my  prosthesis. 

At  my  request,  I  have  not  had  any 
surgery  to  my  hand.  I  can  use  the  hand 
well  and  do  not  care  to  change  what 
works.  There  were  early  attempts  at 
different  types  of  braces,  prostheses 
and  assistive  devices.  All  were  failures. 
They  just  caused  pain  and  more  med- 
ical problems. 

As  an  adult,  I  became  an  occupa- 
tional therapist.  I  work  in  pediatrics.  I 
am  married  and  the  mother  of  five 
grown  children.  My  husband  and  1  are 
looking  forward  to  tlie  birth  of  our 
fourteenth  grandchild  in  a  few  weeks. 

I  suggest  that  you  seriously  consider 
the  possibility  of  aiiiputation  and  a 
well  fitted  pro.sthesi  ,  if  that  option  is 
open  to  Aniiinda  He  sure  to  involvi-  a 
good  prosthetic  ;uid  research  centcT  in 
developing  the  best  prosthesis  for 
Amanda. 

F.M.I..,  Arizona 
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Now  he  has  a  place 

for  everything 
like  everyone  else. 

\\  lien  he's  at  schiMil  with  cvoryoiio  else, 
the  last  tliinfi  he  nn'ds  to  worn'  about  is 
wiicrc  to  write  and  put  his  i>(M)ks.  With 
the  MYDKSC"  HipTop  Storage  Desk,  he 
has  his  own  portahie  desk  and  a  place  to 
put  things  t(Mi! 

Its  uni(|ne  l)ail-joi!it  inoveinents  and 
sturdy  supports  put  MYUKS(j  in  a  elass  of 
its  own.  It  tilts  for  readiiifi.  writing  or 
computing,  then  g(M's  flat  for  lunch  time 
and  lireaks.  A  stHTet  storage  compartment 
hides  papers,  hooks,  pencils  (and  maybe  a 
few  comic  books).  And  when  it"s  time  for 
transfers,  the  entire  desktop  swings  down 
to  the  side  and  out  of  the  way. 

It's  simply  ilesigned  for  flexibility 
and  growlh.  so  he  can  use  his  MYDESC 
for  years  to  coniel 

For  more  infonnation  on  the  entire 
MY1)KS(;  line,  contact  your  l(M'al  n'Sab 
dealer  and  ask  to  se<'  the  MYDESC 
(lcnionstrati(m  viih-o.  Or  call  us  directly 
forafrcf'bpM'hure. 

1.800-4-MYDESC 


RH  AMDEC 


llluiii,l.',.lii.    •       Mil. ''Irnl.  M  iliiin\i,'».(  \ ''|ill.U'JKl 

MMI(''I  |.alr...l.iiiirLnlllliJiii.l'r.  Im. 
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[  It  Takes  Two  j 

I  To  Talk  I 

\  Ik'lpiiiU  (  hildifii  ^ 

/.  l)y  Ay.ilii  M.inolson,                               .  6 

\  M.ScCCC                        (  omnM.nui.tr  J 


Improves  coordination, 
postural  control  and 
muscle  tone. 
Provides  independence. 
Secured  in  center  with 
belt  or  scat. 
Trade-in  iwlicy. 
S.M.L 

Covered  by  most 
insurance  companies. 


THE  WATER  WALKER 


Prone  or  supine  support. 
Contour  lines  that  allow 
use  of  arms  and  legs. 
Straps  to  secure  person 
on  float. 

Pillow  for  head  support. 
S.M.L 


AQUATIC  THERAPY  FLOAT 

Contact: 

AQUATIC  THERAPY 

1903  East  B  Avenue 
Plainwell,  MI  49080 
(616)  349-9049 


Circle  #  170 


EXCEPTIONAL  PARENTS 
TALK  ABOUT  M.O.V.E. 

"Sitting  and  lying  have  turned  to  standing  and 
walking— and  now  even  speaking.  All  skills  I 
was  told  Lauren  would  never  have.  Because  of 
the  M.O.V.E.  program.  Lauren  can  communicate 
with  others  in  ways  I  thought 
were  not  possible," 
Barbara  Ruben,  parent 
Canoga  Park,  California 

"It's  changed  our  Hves.  For  the 
first  time  in  four  years,  I  have 
had  to  baby-proof  my  house. 
I  am  thrilled!" 
Kim  Leonetti,  parent 
Los  Angeles,  California 

The  M.O.^'^.E.  curriculum  teaches  the  basic 
motor  skills  of  sitting,  standing,  and  walking. 
For  more  information,  contact: 


«  Rifton  For  People  With  Disabilities 
"     PO  Box  901  •  Rifton.  NY  12471 


800-374-3866/ext  102 


^  Circl#  4  66 
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Help  your  child  learn  to  talk  during 
everyday  routines  and  activities! 


1h» 
Sun'»Trif 


CAMES  ♦  MUSIC  ♦  BOOKS 

A  beautifully  illustrated,  user-friendly  guidebook  for  parents  of 
children  with  language  delays.  Written  by  a  speech-language 
pathologist,  it  contains  practical  information  on  how  to  facilitate 
communication  and  language  learning  within  everyday  conversa- 
tions, routines  and  activities.  Used  by  speech-language  patholo- 
gists, parents  and  educators  around  the  world!  151  pages.  1992 
edition.  $32  (includes  shipping  and  handling). 

f  •The  order,  or  for  a  free  catalogue,  call: 

Jli_J^  Hanen         1  -800-828- 1 376  ~  Imaginart.  Dept  EPM. 
Program^         307  Arizona  St,  Bisbee,  AZ  85603 


Circle  #  41 


A  Special  Care  Facility 
Exclusively  for  Children 

At  V(x>rli<.'<.'s  I'fdiatric  Kacility  wo  provide  coiiiprcliensivo  and 
progressive  subacute  lioallli  tare  for  mediuilly  complex  children  ages 
6  weeks  Id  21  years. 

Here's  why  \'(X)rhees  Pediatric  Facility  is  the  right  choice: 

•  An  alternative  to  acute  care  hospiulization  —  wOb  drttmaOc 
cost  savings 

•  State  of  the  art  ventilator  unit  (including  pressure  vents) 

•  Strong  medical  and  rehabilitative  interdisciplinary 
team  approach 

•  In-house  attending  pediatrician  anti  medical  resident  prognim 

•  Board  certified  pediatric  pulnionologists 

•  Affiliated  with  St.  Christopher's  Hospital  for  Children  and 
Cooper  Hospital's  Child  Development  Center 

•  Respite  care  available 

•  Caring  for  children  from  the  Mid-Atlantic  states  stnce  1982 

V^rhcGsPediOtrlc 
.^-4  Focilit* ' 

l  iulrrl.inil.  AilminivniKir 
I .•«)  1  Lmrel  O.ik  Koiul  •  Wxirlurs.  Nvvv  li-isi'N  (W(H.^  i.«2 
(<mi .( Id  .U(H)  •  /vl.Y  ((t(l<)l  ),«  (JJ  ( 
IJriKliiirt'  or  vult-o  av.iihilik'  ur«»n  rvciuvsl. 

"Accreditation  with  Commendation'' 

himl  ('oinnnsMim  on      ri-;liliiti(in  of  llo.spii.tl  Or^^mlAtluins 
Miinliir  S.ilion.il  AsMxi.ilioiinl  CliililtiMi  s  llospiliiK  and  Ki'Liiiil  liislilulioiis 
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Familiar  Faces 


Eight-year-old  Russell  Carter  is  delighted  to  get  a  big  hug 
and  kiss  from  Jive-year-old  sister  Rosey.  Russell  and  Rosey 
live  in  Mint  HiU,  North  Carolina.  RusseU  has  cerebral  palsy. 


Gregory  Komacki 

laves  to  wear  hats,  bvt 
in  a  pinch,  the  lid  from 
his  crayo7i  box  worlcs 
just  as  well  Greg  has 
spina  bifida  and  is  22 
months  old.  He  lives  in 
NorthviUe,  Michigan 
with  parents  Ed  and 
Nancy,  big  brother 
Brian,  5,  and  twin 
brother  Keith. 


Four-andra-half-year-old  Timothy  Carl  Hammaker  of  Port 
Trev&rUm,  Pennsylvania  shares  the  easy  chair  with  two-month-old 
frrother  Ryan  Patrick.  Timmy  has  VACTERL  syndrome,  and  has 
undergme  13  surgeries  and  two  heart  catherizaiions.  Timmy 
attends  an  integrated  preschool  program  Timmy's  mother,  Ketty, 
supervises  the  early  intervention  program  in  two  Pennsylvania 
counties. 


Just  five  days  after  brain  surgery,  10-year-old  Laura 
Giles  was  feeling  weU  enough  to  meet  musical  trio  Peter, 
Paul  and  Mary  at  a  local  record  store.  Laura,  who  has 
syringomyelia  and  scoliosis,  is  entering  fifth  grade  at  Roo- 
sevdt  Elementary  School  in  Poca  City,  Oldahoma. 


Hannah  Beth  Williams'  lave  of  blackberries  is  vmtten  all  over  her  face. 
Fifteen-numth-old  Hannah,  who  lives  in  Garber,  Oklaltxma,  "doesn't  slow 
doumfar  much, "  according  to  mom  Peggy.  Whenever  Grandpa  Glen  has 
uxrrk  to  do  in  the  garden,  Hannah  is  right  there  beside  him.  Of  course, 
when  it  ames  to  blacM)erries,  she  eats  all  she  picks. 


NMU  «M  Mm  ti  ilMM  ■  t-.iiltii  «mM  mmM  m  m»  o(  yoiir  chlW  ancVor  family  with  othef  readere  of  Exceptional  Parent?Seni  it  to:  Readers'  Ptiotos,  Exceptional  Parent,  209  Har- 
vard Street  Suite  303,  Brookline,  IWA  021 46.  (Sorry,  photos  cannot  be  returned.)  On  a  separate  sheet  of  paper,  wri^  your  child's  full  name,  age  at  the  Hme  photo  was  taken,  address  and  day- 
time phone  numtw,  and  Identify  ewtvone  in  tt»  photo.  If  you  Nte,  you  can  ^Iso  write  a  fe^  ].  Then  look  for  a  familiar  face  in  an  upcoming  Issuel 
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by  David  Hirsch,  M.D 

Respiratory  Problems 


QOur  daughter  is  six  years  old. 
She  has  cerebral  palsy.  In  the 
last  two  years,  she  has  had  many 
bouts  of  pneumonia  and  bronchitis 
requiring  hospitalization  and  respira- 
tory treatments  at  home.  Her  doctors 
feel  she  is  having  increasing  difficulty 
swallowing  her  food  and  even  her 
saliva  pioperly.  They  also  feel  she 
may  be  having  gastroesophageal 
reflux  and  aspiration.  Is  there  any- 
thing we  can  do  to  prevent  more  of 
these  complications? 

A Many  children  with  disabilities, 
especially  those  disabilities 
which  are  moderate  to  severe,  are 
more  prone  to  respiratory  problems 
(as  well  as  other  medical  problems). 
Respiratory  problems  alone  are  at 
least  twice  as  likely  in  children  with 
moderate  to  severe  disabilities. 
There  are  several  reasons  for  this: 

•  Inadequate  cough:  Children  with 
neurological  or  neuromuscular  disor- 
ders may  have  difficulty  coughing 
adequately.  An  adequate  cough  is  one 
where  the  child  can  cough  up  phlegm 
(lower  respiratory  secretions)  when 
the  phlegm  is  blocking  some  of  the 
lower  airway  passages.  If  this  block- 
age persists,  the  child  will  have  a 
greater  possibility  of  developing 
broiKuitis,  bronchospasm  (wheez- 
ing) and  pneumonia 

•  Aspiration  of  stomach  contents: 
Children  with  moderate-to-severe 
cerebral  palsy  and  neuromuscular 
disorders  who  have  abnormalities  of 
gastrointestinal  function  such  as  gas- 
troesophageal reflux  (abnormal 
backflow  of  stomach  contents  into 
the  esophagus)  or  dysphagia  (swal- 
lowing (lisordei-s)  are  more  prone  to 
aspiration  (breathing  in)  of  stomach 
contents.  Tliis,  too,  may  load  to  bron- 
chospasm and  pneumonia 

•  Swallowing  disorders:  Aspiration 
of  injurious  material  from  the  mouth, 
such  as  siUiva  contiuninated  by 


infected  teeth,  is  more  likely  if  the 
child  has  a  swallowing  disorder.  This 
may  lead  to  pneumonia  and  other 
respiratory  complications.  Good  oral 
hygiene  and  regular  dental  visits  will 
lessen  the  possibility  of  aspiration  of 
infected  saliva 

Parents  should  be  careful  to  avoid 
positions  and  manipulations  (such  as 
chest  percussion  with  the  head  lower 
than  the  chest)  where  aspiration  of 
saliva  or  stomach  contents  may  be 
more  likely  to  occur. 

•  Aerophagia:  Behavioral  problenis 
which  cause  aerophagia  (excessive 
swallowing  of  air)  may  increase  pres- 
sure in  the  stomach.  This  can  make 
reflux  and  aspiration  more  likely. 

•  Compromised  immune  response: 
Individuals  with  severe  physical  dis- 
abilities often  appear  to  be  less  able 
to  "fight  off  infections.  This  may  be 
related  to  the  long-term  effects  of  the 
illness  or  disability  such  as  anemia  or 
fatigue.  Lack  of  adequate  nutrition 
and  the  long-term  effects  of  certain 
medications  may  also  impair  a  child's 
immune  responsie. 

After  consulting  with  your  daugh- 
ter's doctor,  there  are  some  actions 
you  can  t£ike  to  help  prevent  some 


j  of  her  more  severe  respiratory  infec- 
i  tions. 

Use  preventative  measures  to  help 
prevent  accumulation  of  secretions 
and  mucus  in  your  daughter's  lungs. 
Preventative  measures  may  include 
regular  use  of  small-volume  nebuliza- 
tion  (inhalation)  treatments  using 
medications  prescribed  by  your 
daughter's  physician.  Your  daughter's 
physician  may  also  prescribe  chest 
percussions  (striking  the  chest  in  a 
non-painful  but  organized  manner  to 
facilitate  the  loosening  of  phlegm). 
These  treatments  may  help  your 
daughter  have  a  more  productive 
cough,  too. 

Certain  studies  may  be  needed  to 
determine  if  your  daugliter  has  gas- 
troesophageal reflux.  If  reflux  is 
occurring,  especially  with  aspiration, 
your  daughter's  physician  will  recom- 
mend corrective  measures  to  prevent 
further  complications. 

As  noted  above,  good  dental 
hygiene  is  important,  too.  Optimizing 
your  daughter's  nutritional  status  will 
also  help  in  the  prevention  of  some 
infections  and  will  improve  her  over- 
all ability  to  "fight  off  respiratory 
infections. 


j  Ask  the  Doctor  is  a  regular  department  of  Exceptional  Parent  in  which 
j      qiiestvms  frmi  readers  are  mtswered  by  David  Hirsch^  M 

j      ceHified  pediatrician  and  member  qf  the  Editorial  Advisory   

I      Board  of  Exceptional  Pabent  magazine.  Dr.  Hirsch  is  a  partner 
in  Phoenix  Pediatrics,  Ltd.  in  Phoenix,  Arizona.  He  specializes 
\      in  treating  children  with  'deiidopmenUd  disabUiOes  and  chrmic 
\  illnesses. 

!         Whenever  possible.  Dr.  Hirsch  makes  specific  suggestions. 
\      Hotoever,  since  Dr.  Hirsch  is  responding  to  letters  and  V)ill  not 

have  personally  examined  the  child  in  question,  parents  need  to 
I      review  his  suggestions  with  the  child's  regular  physician  and 
I      other  appropriate  professionals.  When  Dr.  Hirsch  occasionaUy  mentions 
'■      specific  products  or  medicaMons,  he  is  doing  so  to  illustnUe  his  sugges- 
'      tiom;  fie  is  not  endorsing  any  specific  products. 
!         To  submit  a  question  to  Dr.  Hirsch,  unite  or  fax:  Aak  the  Doctor, 

Exceptional  Parent,  209  Harvard  Street,  Suite  303,  Brookline,  MA  02146- 
i      5005,  Fax:  (61 7)  730-87M2. 
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PRODUCT  NEWS   


Lightweight  Portability  Solves 
Transport  Problem 

Convaid's  buggies  are  the  answer  tor 
moms  and  kids  on  the  go.  Long  known 
for  their  patented  folding  design,  they 
told  with  all  positioning  adaptations  in 
place.  Moms  can  easily  lift  and  store  the 
buggies  in  a  car  trunk.  Great  tor  indoor 
or  outdoor  use. 


New  BusA^an  TiC'Down  Models 

Now  available,  the  Cruiser  Transports,  a 
new  bus/\an  tie-down  buggy  line  from 
Com  aid,  successfully  crash  tested  at  30 
MPH,  20g  dccel  in  a  forward-facing 
configuration  with  up  to  170  lb. 
dummy,  using  a  Q-Straint  (with 
positive  lock)  tie-down. 


Good  Looks,  and  Custom 
Comfort  Make  Kids  Smile 

Con\  aid's  EZ  Rider  makes  transport  easy 
and  fun  with  six  colors,  se\'eral  sizes  and 
extensive  adjustability. 


Mull 
Cho 

EZ  RIDER 


Full  Range  of  Accessories 

A  choice  of  up  to  twenty  options  on 
Convaid's  buggies  includes  a  transparent 
detachable  tray,  made  of  unbreakable 
Lexan",  and  a  detachable  canopy  for 
shade  and  protection  from  the  elements. 


«v4i:d  . continues,  to  add  to  its  broad 
Rider  with  its  quick 

of  Convaid's  compact  foidittg  lif^|iei:.^Ty(' 
we  offer  the  Cruiser 'Tf»«ipMtr6wtv* 
bus/van  tie-down  succesf6iUf .t(itt4^|g^! 
up  to  a  170  lb.  dummy.  .  . 

■kAli  Convaid  buggies  feature  our  patent^ 
l^niding  design  which  eliminates  skunp  and 
'"^^yb^lpui  of  accidental  foldi 
thtpoijibiiities. 

Uaie  "  ' 
^ '  ' '  C\r£b2^B 


(  '.ill  IihLu  U>I  \iMir  U^■^^  hliH  lul^^■^  Ol' 

ihi.'  iiii.,iniin  lit  voiir  n^,irL'->i  Jv.ik'r. 

1'800'552<-1020 


Our  prices  make 
everyone  happy! 


Send  for  a  free  catalog 
of  adaptive 
equipment. 


P.O.  Box  33  •  Bedford,  MA  01730 
(617)  275-7681  •  Fax  (617)  275-4094 


Circle  #  25 


For  people  with  disabilities, 

WE  CAN 


turn  your  computer  into  an  open  door. 


A  (Uhit  o/k'Hi'm^  til  lU'if  opjMtrtnmtws  —  nt  umk.  (it  school  and  <it  Iiiiiik: 
Tlmnlisto  IliMtcchiiolofiwiirrsoiis  iiilh  tiriitm.niiiliiliiy.sin'nh/lwiiriiii; 
or  (itU'iitioii /memory  disahilil'i's  con  do  //iinp  (Hir  e  iwivr  //loii^r/K 
juissihli:  l.il,<'rt)mi>cli'iii  llw  iiwA/j/rfr  r'r/dr/Mi/j/mr/  fnmilit  s.  I.itv 
indrix'tidriilh  ol'ollwrx.  i'mdoiil  miiir  livi  tdliiiji  l-IUKI- 12(>- lli:{2 
( I  OIC.F. );  l-iltltl-  t2(>-m:i  ( TDD ):  in  Conod'.i.  I-IWO-  lOr.-TW). 

U  lit  M,  uv  nin  do  mon'  llion  yiii  ihink. 

IBM  Indkpkndkniik  Skhiks 

'  HIHI.,.,.  IWI  •  mil  ^.   i,.li.,..l,„i..,l.„/(„i..i,..i,i.i.ilH  r  .......111.. 
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SPECIAL  PRODUCTS 
FOR  SPECIAL 
PEOPLE 


I  SPECIAL 
POPULATIONS 


Over  4,000  Quality 
Therapeutic  and 
Recreation  Products 

•  Manipulatives/Positio.ning 

•  Living  Aids/Ride-Ons 

•  Balance  Equipment/Mats 
•Aquatic  Aids/Sports 

Equipment 

•  Adapted  Furniture/ 
Toys/Games 

•PLUS...  a  special  section 
featuring  SNOEZELEN...  sensory  stimulation 
products  in  a  positive,  structured  environment 

Prompt  Delivery!  Fully  Guaranteed! 
Low  Cost  Shipping! 

riAGHOUSE 

UK. 

150  No.  MacQuesten  Pkwy.,  Suite  96115,  Mt.  Vernon,  NY  10550 

CALL  TOLL  FREE  ( 800)  793-7900 

FAX  TOLL  FREE  (800)  793-7922 


fiabmouse 
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At  The  Hospital  for  Sick  Children, 
excellence  has  many  looks,  tt  is  a 
nurse  commanding  all  ner  expertise 
to  keep  a  ne>M>orn  stabilized.  It  is  a 
therapist  focusing  intently  on  the 
special  needs  of  a  child  in  the 
hydrotherapy  pod.  tt  is  the  radiant 
joy  on  parents'  faces  when  they  take 
their  child  home. 


Pediatric  Nurse 
Practifioiier 


We  are  currently  seeking  an  experienced  Pediatric  Nurse  Practitioner 
to  help  develop  and  manage  a  program  for  medically  stable  preterm 
infants  with  residual  BPD,  apnea,  bradycardia,  feeding  problems,  etc. 
Strong  emphasis  on  infant  neurodevelopmental  issues,  parent  training 
and  discharge  planning  is  essential.  Current  DC  licensure  required. 

The  Hospital  for  Sick  Children's  mission  to  be  a  center  of  excellence 
for  pediatric  rehabilitation  and  transitional  care  in  the  Washington, 
D.C.  area  and  Mid-Atlantic  region  is  the  foundation  of 
all  we  do.  We'd  like  you  to  be  a  part  of  it,  too.  For 
more  information  regarding  our  comprehensive 
salary  and  benefits  package,  please  call  (202)635- 
6162  or  send  your  resume  to  Human  Resources 
Dept,  Attn:  Joe  Bergman,  The  Hospital 
for  Sick  Children,  1731  Bunker  Hill 
Rd.,N.E.,  Washington,  _  ^ 

D.C  20017.  FOR  SiCK  CHILDREN 


of 


The  Hospital 


An  Equil  Opportunity  Employer. 
Retidenu  oT  D.C  ire  encouri|td  to  ipply. 
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At  Devereux... 

a  helping  hand  is  just  a  phone  call  away 

1-800-345-1292 


In  a  nationwide  network,  Devereux 
provides  services  to  individuals  of  all 
ages  who  iiave  a  wide  range  of 
emotional  disorders  and/or 
developmental  disabilities. 

Devereux  services  include: 

•  residential  treatment  centers 

•  community-based  group  iiomes 

•  day  treatment  programs 

•  transitional  living 

•  acute  and  partial  iiospitalization 

•  foster  care  Iiomes 

•  family  counseling  and  therapy 

•  in-home  services 

•  aftercare  programs 


Locations:  Arizona,  California, 
Connecticut,  Delaware,  District  of 
Columbia,  Florida,  Georgia,  Maryland, 
Massachusetts,  New  Jersey,  New  York, 
Pennsylvania,  Tennessee,  Texas 


For  information  and  assistance, 
contact  National  Referral  Services 
1-800-345-1292 
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Devereux 


Since  1912 


by  Richard  Epstein 

Finding  Your  Way  Through  the  Medicaid  Maze 


Medicaid  often  seives  as  the  pri- 
mary health  insurer  for  children 
with  disabilities.  While  the  Med- 
icaid program  offers  some  important 
benefits,  it  is  complex  and  can  be 
difficult  to  understand. 

These  problems  have  to  do  with 
the  way  in  which  Medicaid  was 
established  and  developed.  Most 
industrialized  nations  offer  universal 
health  care,  administered  by  the  gov- 
ernment and  supported  by  tax  dol- 
lars. Usually,  these  countries  have 
clear  rules  regarding  coverage  so 
there  is  no  confusion  about  what  will 
be  covered. 

However,  the  American  health 
insurance  system  is  fragmented  and 
confusing.  There's  an  enormous  web 
of  individual-  and  group-heaith  insur- 
ance programs,  managed-care  plans, 
health  maintenance  organizations 
(HMOs)  and  state  and  federal  insur- 
ance programs. 

Established  in  1965,  Medicaid  was 
intended  to  provide  insiumice  for 
families  whose  income  was  below 
the  poverty  level  and  for  people  with 
severe  disabilities.  Run  primarily 
through  state  agencies,  Medicaid  pro- 
vides a  core  of  basic  services — 
including  doctor  visits  and  hospital 
care — that's  provided  in  all  states,  in 
accordance  with  federal  regulations. 
However,  optional  portions  of  the 
progriun  may  be  offered  by  different 
states.  As  a  result,  Medicaid  rules  dif- 
fer substantially  from  state  to  state. 

Furthermore,  some  states  have 
been  granted  "waivers"  in  regard  to 
specific  federal  program  niles.  Such 
waivers  are  issued  at  the  request  of  a 
specific  state's  Medicaid  program. 
Once  a  waiver  has  been  granted  to 
one  state,  other  state.',  may  apply  ,br 
it  as  well,  but  they  arc  not  obligatt  tl 
to  do  so. 

One  waiver  that's  boon  granted  to 
several  states  allows  Medicaid  funds 


to  be  used  to  pay  for  at-home  treat- 
ment for  a  child  with  a  disability 
where  hospital-based  treatment  is 
excessively  expensive.  This  waiver 
was  first  granted  in  the  early  1980s, 
and  may  apply  in  certain  cases  even 
where  the  family's  income  is  above 
the  usual  Medicaid  guidelines. 

A  more  recent  waiver  deals  with 
rehabilitation  programs  for  children 
or  adults  who  have  experienced 
severe  head  iiyuries.  This  "head 
iiyury  waiver"  permits  Medicaid 
funds  to  be  used  for  community- 
based  rehabilitation  programs,  in 
addition  to  the  more  traditional  in- 
patient programs. 

Lawmakers  have  changed  Medic- 
aid over  the  years.  One  such  change 
established  the  Early  Periodic 
Screening,  Diagnosis  and  Treatment 
(EPSDT)  program.  EPSDT  provides 
for  a  periodic  medical  screening  pro- 
gram for  children  with  disabOities 
enrolled  in  Medicaid.  Medical  needs 
identified  as  a  result  of  the  screening 
program  should  generally  be  covered 
by  Medicaid,  even  if  they  would  not 
ordinarily  be  covered  for  adults 
under  general  Medicaid  rules. 

Regulations  that  govern  EPSDT 
are  complicated  and  may  be  subject 
to  different  interpretations,  but  the 
program  remains  a  major  key  to 
obtaining  services  for  children  with 
disabilities.  The  very  technical 
EPSDT  Reference  La\o  Manual  is 
available  for  $25  through  the 
National  Health  Law  Project  at  (310) 
204-6010. 

It  is  important  for  parent^  to  know 
whore  to  turn  for  help  when  a  Medic- 
aid claim  for  their  child  is  denied. 
Most  people  need  help  to  win  an 
appeal. 

One  source  of  assistance  is  your 
local  legal  services  office  wiiich  can 
offer  infomiation  and  legal  represen- 
tation. Every  state  has  such  an  office, 


though  it's  called  by  different  names 
in  different  areas.  To  locate  the  near- 
est office,  call  the  National  Legal  Aid 
and  Defense  Association  (NLADA)  at 
(202)  452-0620.  NLADA  provides 
phone  numbers  and  publishes  a 
national  directoiy  of  legal  services 
offices. 

Your  local  bar  association  is 
another  source  of  infomiation.  In 
addition  to  providing  the  phone  num- 
ber for  the  local  legal  services  office, 
the  bar  association  may  be  able  to 
refer  you  to  your  local  protection  and 
advocacy  office.  The  protection  and 
advocacy  office  may  be  able  to  offer 
help  in  appealing  a  Medicaid  claim 
denial.  You  can  also  find  your  local 
protection  and  advocacy  office  by 
calling  the  National  Association  of 
Protection  and  Advocacy  Systems  at 
(202)  408-9514. 

If  a  Medicaid  claim  is  denied 
because  a  specific  medical  service  or 
piece  of  equipment  is  excluded  from 


In  this  column,  Richard  Epstein 
ansxvers  readeis' 
questions  about  liealth 
insurance.  Send  your 
questions  to  him  at 
ExvEiTiONAi  Parent, 
209HaniardSt., 
Suite  303,  Brookline, 
MA  02146,  orfa.r 
questions  to  (617)  730-8742. 

If  your  question  relates  to  a 
specific  health  insumnce  claim, 
please  inchide  copies  of  any 
ynateiials  you've  received  fivm 
tJie  insumnce  company.  (Please, 
don't  send  originals!)  Include 
your  address  and  plwne  number 
To  insure  privacy,  only  your  ini- 
tials and  state  uill  be  used  in  the 
column.  Due  to  time  consttvints, 
it  is  not  possible  to  respond  to  let- 
ters itulirudualhj. 
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Consumer  Care  Products  Inc. 

810  N.  Water  St.,  P.O.  Box  684 
Sheboygan,  Wl  53082-0684 
Tel:  414-459-8353    FAX:  414-459-9070 


coverage  under  your  state's  Medicaid  regulations,  legisla- 
tors, support  groups  and  disability  riglits  organizations 
may  also  help.  Legislators  can  propose  new  laws  to 
change  the  rules  under  which  Medicaid  operates.  Support 
groups  or  disability  rights  organizations  can  work  with 
state  and  federal  Medicaid  officials  to  develop  aii  applica- 
tion for  a  waiver  so  Medicaid  funds  can  be  used  to  pro- 
vide services  or  equipment  that  are  not  covered  at  pre- 
sent. 

While  tlie  Medicaid  system  is  complex,  it  can  be 
changed  and  improved  by  appealing  inappropriate  claim 
denials,  and  by  working  with  support  groups,  disability 
rights  organizations.  Medicaid  officials  and  legislative 
leaders.  I  think  that  process  is  essential  in  helping  to  clar- 
ify current  Medicaid  regulations  and  in  helping  Medicaid 
to  better  meet  the  needs  of  children  with  disabilities. 

The  federal  government  publishes  the  1,000-p^e  Med- 
icaid Sowve  Book  which  provides  a  good  overview  of  the 
Medicaid  system.  It's  available  for  $34  through  tlie  Super- 
intendent of  Documents,  U.S.  Printing  Office,  Washington, 
DC  20402.  The  book's  stock  number  is  052-07(W)6848-5. 
The  book  may  also  be  found  at  public,  university  or  fed- 
eral depository  libraries. 

Your  local  Parent  and  Training  Information  Center  may 
also  help  you  find  your  way  through  the  Medicaid  system. 
Local  numbers  are  listed  in  The  Exceptional  Parent  1994 
Resource  Guide  (January  1994). 
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When  behavioral 
problems  obstruct 

medical  treatment, 
call  Cumberland  at 

1-800-368-3472. 


At  Cumberland  Hospital,  we  care  for  the  diffi- 
cult-to-treat — children  and  adolescents  whose 
medical  treatment  is  being  hindered  by  behav- 
ioral problems.  And,  we've  developed  special- 
ized progranis  to  treat  the  psychological  as  well 
as  the  medical  symptoms  created  by  injuries  or 
illnesses  such  as  head  injury,  seizure  disorders, 
diabetes,  anorexia/bulimia,  colitis  and  asthma. 
For  complete  information  about  Cumberland's 
extensive  treatment  programs  and  capabilities, 
call  toll-free  1-800-368-3472  .  Sometimes  your 
last  resort  can  be  the  best  solution. 

CUMBERLAND 

P.O.  Box  150,  New  Kent,  Virginia  23124 
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measurements. 
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Abraham  Nemeth 


His  parents  taught  him  he  could  do  whatever  he  wanted- 
hejust  had  to  think  of  a  way  to  do  it 


Dr.  Abraham  Netneth  hcis  led  a  long  and  interesting 
life — one  tliat  is  dijficidt  to  condense  to  afeiv  magazine 
pages.  Nemeth,  who  was  bom  blind,  became  a  renoimcd 
scholar  of  mathematics — afield  once  considered  too 
difficult  for  people  witfiout  usable  vision.  Creator  of  the 
Netneth  code  for  Bra  ille  mathematics,  he  was  a  professor 
of  mathematics  for  30  years  at 
the  University  of  Detroit.  He 
retired  in  1985. 

"Retired"  is  a  relative  term, 
lioivever,  and  Nemeth  has 
remained  very  active.  He  serves 
on  the  Research  and  Developvnent 
Committee  of  the  National  Feder- 
ation of  the  Blind,  through  which 
lie  has  developed  a  talking  scl- 
ent if  e  calculator.  Cuirently,  he  is 
working  to  upgrade  this  calcula- 
tor by  making  it  programmable. 
He  rcc  ntly  completed  a  two-year 
term  as  cfiainnan  of  the  Michi- 
gan Commission  for  the  Blind. 


I was  bom  in  1918  on  the  Lower 
East  Side  of  Manhattan.  I  grew 
up  in  a  very  close  and  loving 
family.  My  parents  were  immi- 
grants and  lacked  formal  educa- 
tion. They  knew  nothing  about 
blindness,  but  had  an  innate  under- 
standing of  what  was  necessary  to 
raise  a  blind  cliild. 

Without  realizing  it,  my  father 
tauglit  me  what  today  would  be 
called  mobility  and  orientation. 
Whenever  we  were  out  walking, 
he  would  describe  the  landmarks 
we  were  passing  and  say  things 
like  "Now,  we  are  walking  west, 
imd  when  we  make  a  left  turn,  we 
will  be  walking  south.  Listen  to 
the  traffic.  All  of  it  is  going  in  the 
sane  direction  on  this  street.  But 
when  we  get  to  the  next  street, 
you  will  notice  that  iill  the  tnifflc 
starts  traveling  in  the  opposite 
direction." 
My  fat  h  er  enco'.ir£,,  d  me  t  o 


touch  the  raised  letters  on  mailboxes,  fire  hydrants  and 
police  and  fire  call  boxes.  That's  how  I  learned  the  lettei-s 
of  the  alphabet. 

My  mother  was  equally  perceptive  in  dealing  with  my 
blindness.  When  I  was  very  young,  she  would  send  me  on 
a  trip  to  the  grocery  store.  She  would  give  me  five  or  six 
items  to  memorize,  and  tell  me 
exactly  what  to  buy  and  in  what 
quantity.  Of  course,  the  grocery 
store  was  just  around  the  comer 
and  my  grandfather  was  the  gro- 
cer. But,  I  was  very  diligent  in 
remembering  every  single  item  and 
would  bring  back  everything  she 
had  asked  for. 

My  parents  also  bought  me  a  tri- 
cycle. Now  remember,  I  had  no 
sight  at  all.  My  father  told  me  tliat  I 
could  .ide  the  tricycle  around  the 
block,  but  that  I  must  remember  to 
make  a  right  turn  every  time  I 
came  to  a  comer.  "Ride  slowly,"  he 
told  me.  "Don't  bump  into  any- 
body, and  come  back  here."  That's 
what  I  did.  I  rode  my  tricycle 
around  the  block,  and  I  came  back 
home.  One  time,  my 
brother,  Aaron,  and  I  went 
on  some  kind  of  an  expedi- 
tion. W^e  got  separated,  and 
my  brother,  who  had  nor- 
mal vision,  got  lost;  I  came 
home. 


[Top]  Ten-year-old  "Abie" 
Nemeth  poses  with  three- 
year-old  sister  Marsha  in 
fmnt  of  his  aunt's  liouse  in 
Brighton  Beach.  Seven- 
year-old  Aawn  Nils  on  the 
steps.  Despite  the  fact  that 
Nemclh  had  no  I'ision,  his 
mother  insisted  that  he 
wear  glasses  "for  cosmetic 
pul^)ONes."  [Right]  Gradu- 
ation photo:  Ticelrc-awl- 
a-ha(f-yenr-otn  Abe 
graduated  from  eighth 
gmde  in  June  U)31. 
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A  curious  little  felkow 

One  of  my  uncles  was  a 
handyman.  He  taught  me  to 
thread  electrical  wire 
through  walls  and  replace 
light  bulbs.  I  was  fasci- 
nated by  the  way  things 
went  together. 
Tills  mechanical  sense  got  me  in  trouble  one  day, 
however.  In  my  grandfather's  grocery  store,  he  had  an 
icebox  which  was  mounted  over  a  sink.  As  the  ice 
ntclted,  the  water  would  drain  into  the  sink  througli  a 
nibber  hose.  I  was  a  cuiious  little  fellow,  and  one  day  I 
went  around  to  the  back  of  the  store  and  discovered 
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By  1945,  Nemeth  was  manied,  but 
unable  to  get  a  job  in  thejield  of  psy- 
chology. His  wife  finally  convinced 
him  he  imuld  be  liappier  as  an 
unemployed  mathematician  tlian  an 
unemployed  psycfiologist. 


this  hose  trailing  to  the  sink.  My 
mechanical  sense  told  me  the  end 
of  that  hose  should  be  connected  to 
something.  So,  I  felt  around  and 
happened  upon  the  faucet.  "Aha,"  I 
thought,  "this  hose  must  belong  on 
the  faucet!"  I  connected  tlie  hose  to 
the  faucet  and  left  the  store,  proud 
of  having  corrected  my  grandfa- 
ther's obvious  oversight.  A  few 
hours  later,  I  was  confronted  by  my 
grandfather.  I  will  end  the  story 
here. 


Learning  to  fend  for  myself 

My  father  did  not  overprotect  me. 
You  know,  kids  will  tease  a  blind 
kid.  They  would  get  after  me,  and  I 
would  yell,  "Pa,  he  hit  me." 

My  father  would  ask,  "So,  why 
didn't  he  hit  me?" 

He  was  trying  to  teach  me  to  fend 
for  myself.  One  time,  in  the  park,  a  sighted  kid  was  teas- 
ing me.  When  I  ran  after  him,  he  shimmied  up  a  ladder  on 
the  jungle  gym.  I  followed  him.  He  wanted  to  get  out  of 
my  way,  so  he  grabbed  tlie  highest  bar  and  swung  over  to 
the  right.  He  ended  up  dangling  above  the  ground  some 
distance  from  tlie  ladder.  I  climbed  back  down,  but  he  got 
so  scared  that  he  was  unable  to  move.  After  that,  he  left 
me  alone. 

An  integratc»d  education 

I  was  lucky  to  have  had  an  integrated  education.  The  New 
York  City  public  school  system  provided  a  resource  room 
for  blind  children  in  one  school  in  each  of  the  five  bor- 
oughs. The  one  in  Manhattan,  P.S.  110,  was  within  walking 
distance  of  my  home.  Some  kids  in  the  resource  room  had 
no  sight;  some  had  a  lot  of  sight — but  everyone 
learned  Braille. 

I  went  to  my  regular  classroom  for  academic  sub- 
jects like  arithmetic,  geography  and  history.  I  went  to 
the  resource  room  when  the  other  kids  were  doing 
subjects  like  peiunanship  or  art.  Tlie  resource  teacher 
would  teach  me  blindness  skiUs  like  BraiUe  and  typing. 

Now,  you  may  not  believe  this,  but  I  experienced 
particular  difficulty  with  arithmetic.  By  the  time  I 
graduated  from  the  eighth  grade,  I  had  fallen  far 
behind  my  classmates  in  mathematics. 

In  the  fall,  I  entered  Evanderchild's  High  School  in 
the  Bronx.  This  school  had  a  very  good  resource 
teacher,  who  also  taught  some  of  the  regular  math 
classes  at  the  high  school.  Upon  discovering  my 
deficiency  in  arithmetic,  he  immediately  took  steps  to 
remedy  it.  In  one  year,  I  not  only  caught  up  on  all  the  arith- 
metic skills  I  should  have  acquired  in  elementary  school, 
but  I  also  received  top  grades  in  a  first-year  algebra 
course.  It  was  during  this  time  that  I  became  keenly  awaro 
of  an  ambition  to  be  a  teacher — in  particular,  I  wanted  to 
teach  mathematics. 


i 


Psychology  major 

After  graduating  from  high  school,  I 
entered  Brooklyn  College.  I  wanted  to 
mtyor  in  mathematics,  but  my  guidar.ce 
counselors  insisted  tliat  it  wa.*'  too  techni- 
cal a  subject  for  a  blind  person,  that  the 
notation  was  too  specialized,  that  volun- 
teer or  even  paid  readers  would  be 
difficult  to  recruit  and  that  I  would  never 
get  a  job  in  tlie  field.  Reing  compliant,  I 
backed  down.  In  1940, 1  graduated  with  a 
B.A.  in  psychology.  I  had  also  managed  to 
complete  elective  courses  in  analytic 
geometry,  differential  and  integral  calcu- 
lus, modem  geometry  and  statistics.  I 
continued  my  education  and,  in  1942, 
graduated  from  Columbia  University  with 
an  M.A.  in  psychology. 

Better  an  unemployed 
mathematician 


Despite  my  years  of  schooling,  I  could 
find  only  unskilled  work.  At  one  time,  I  worked  at  a 
sewing  machine,  seaming  and  hemming  pillowcases  at 
piece-work  rates.  I  also  worked  for  seven  years  at  tlie 
American  Foundation  for  the  Blind.  There  I  counted  nee- 
dles for  Talking  Book  phonographs  and  collated  Talking 
Book  records.  I  loaded  and  unloaded  trucks  in  the  ship- 
ping department.  I  typed  letters  in  Braille,  and  transcribed 
incoming  Braille  letters  on  the  typewriter.  I  also  designed 
and  organized  Braille  itineraries  for  Helen  Keller,  who 
was  an  active  fund-raiser  for  the  organization.  I  was  fortu- 
nate to  become  well-acquainted  with  this  talented  and 
admirable  lady. 

After  working  all  day,  I  relaxed  by  taking  evening  math- 
ematics courses  at  Brooklyn  College.  By  1946, 1  had  taken 
all  of  the  undergraduate  matli  courses. 

That  year  also  brought  the 
end  of  Worid  War  II  and  the 
return  of  many  Brooklyn  Col- 
lege students.  Many  veterans 
had  passed  first  semester  cal- 
culus before  the  war  and  were 
now  returning  to  face  their 
second  semester. 

I  volunteered  to  assist  those 
men  in  reviewing  tlieir  first 
semester's  work.  A  large  room 
was  set  aside  for  this  piupose. 
All  the  available  walls  of  that 
room  had  blackboards,  and 
each  student  had  a  pan(>l  of 
blackboard  on  which  to  work. 
He  was  instnided  to  work  through  as  much  of  a  problem 
as  he  could,  then  ask  for  help.  I  would  ask  each  student  to 
read  his  problem  from  the  textbook,  and  tlien  to  read  what 
he  had  written  on  the  blackboard.  Since  I  had  learned  to 
write  despite  my  blindness,  I  could  pick  up  a  piece  of 
( halk  to  lielj)  him  complete  the  solution. 


Nemeth  leads  in  his  office  at 
the  University  ofDctmit. 
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The  Nemeth  Code 

Though  I  was  an  undergraduate  p^chology  m^ior,  whenever 
there  was  an  opening  for  an  elective  course,  I  atma^  chose 
one  from  the  math  department  In  taking  these  courses,  I 
found  that  there  was  no  way  (tf  expressing  mathematical  nota- 
tion in  Braille— just  as  my  counselors  had  warned.  So  I  began 
to  improvise  Braille  ^bols  and  methods  ^ch  were  effective 
for  my  needs  and  con^stent  from  one  course  to  the  next  % 
the  time  I  began  working  toward  my  PhJ).  in  mathematics,  I 
had  a  code  that  woriced  very  well.  In  1952,  my  ^stem  was  pub- 
lished as  the  Nemeth  Code  for  Braille  Mathematics. 

The  Nemeth  Code  closely  iq)proximates  the  printed  text 
This  enabled  me  to  communicate  with  my  students  as  if  I  were 
holding  the  printed  text  in  my  hand.  Or  maybe  it  was  even  bet- 
ter thioi  ha^ng  a  textbook  in  front  of  me.  Before  teaching  a 
class,  I  would  put  very  complicated  formulas  on  cards  which  I 
arranged  in  a  small  card  file  in  my  left  jacket  pocket  At  the 
right  moment,  I  would  casually  put  my  left  hand  into  my 
pocket  to  read  the  formula  wMe  writing  it  on  the  board  with 
my  right  This  trick  made  students  believe  that  I  had  actually 
memorized  these  incredibly  complex  formulas.  It  gave  them 
tlie  impression  that  I  was  a  big  genius— and  I  tried  very  hard 
not  to  disappoint  them. 


Unbeknownst  to  me,  I  was  being  observed.  One  Friday, 
I  received  a  telegram  from  tiie  department  ciiairman 
infonning  me  that  one  of  his  instructors  was  ill  and  would 
be  out  for  the  semester.  He  asked  if  I  would  be  willing  to 
assume  this  man's  teaclung  load.  I  scrambled  to  get  the 
textbooks  and  to  prepare  a  lecture  for  the  following  Mon- 
day evening.  That  is  how  my  teaching  career  began. 

By  1951,  my  wife  had  convinced  me  I  would  be  happier 
as  an  unemployed  mathematician  than  an  unemployed 
psychologist  She  went  to  work  so  I  could  begin  my  stud- 
ies toward  the  Ph.D.  in  mathematics.  In  1955,  after  a 
series  of  part-time  teaching  jobs,  I  finally  landed  a  perma- 
nent job  at  the  University  of  Detroit. 

A  "normal  life" 

I  have  led  quite  a  normal  life,  I  thiink  I  have  been  able  to 
do  this  because  I  was  not  overprotected  as  a  child.  I  had  a 
wonderful  support  -  stem  in  the  form  of  relatives,  parents 
and  teachers  who  expected  me  to  do  normal  things. 
Because  of  their  high  expectations,  it  never  occmTed  to 
me  that  I  couldn't  do  whatever  I  wanted — I  jast  had  to 
think  of  a  way  to  do  it. 

My  family  gave  me  opportunities  to  learn.  That's  what 
made  it  all  possible.  And  that  can  make  tilings  possible  for 
your  kids,  too.  Let  your  icids  participate  in  household 
activities  and  chores.  Let  them  change  a  light  bulb.  Let 
them  do  the  dishes.  They  will  learn  if  you  expect  them  to 
do  things  and  if  you  give  them  the  chance  to  exj)criment. 

I  once  had  a  teacher  who  told  me  I  was  a  genius 
because  I  was  able  to  read  Braille  at  the  rate  of  a  high 
school  student.  Now,  I  don't  know  what  other 
qualifications  I  might  have  for  being  rated  a  genius,  but 
reading  at  the  rate  of  a  high  school  student  is  certainly  not 
one  of  them!  Expect  yoiu-  kids  to  do  nonnal  things,  and 
then  react  normally  when  they  do.  Encourage  them,  and 
do  not  overprotect  them. 
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Columbia  makes  bathtime  easier! 

•  Stable,  secure  Bath  Supports  adjust  easily 
to  suit  you  and  your  child;  fit  any  tub 

•  All  are  durable,  lightweight,  rustproof 

•  Versatile  -  use  indoors  or  outdoors  as  a  go- 
anywhere  support,  for  TV,  wading  pool,  beach 

How  much  support? 

•  The  Wrap-around  Support  (above)  lets  your 
child  play  in  the  water  while  seated  upright 

•  The  Reclining  Bath  Chair  (below)  gives  your 
child  full-length  head  and  trunk  support; 
the  angle  of  the  seat  is  easily  adjustable 


k  for  our 
FREE  Color 
Catalog  of  many 
helpful  products. 
Well  also  send 
the  name  of  your 
nearest  dealer. 
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The  First  Day  of  School 


by  Janneane  Randall 


Andy  (right)  eats  lunch  at  school  with  his  friend,  Zach. 


Today  is  the  first  day  of  school.  My  son,  Andy,  is 
entering  the  first  grade.  He  gets  on  the  bus  as  if 
this  were  any  other  day.  But  I  know  that  today  is 
very  special.  I  am  excited  for  him  and  very  ner- 
vous. I  want  him  to  like  his  new  school  and  his  teachers. 
I  want  him  to  be  accepted  and 
to  make  new  friends. 

On  this  first  day  of  school, 
I  have  the  same  hopes  as  all 
parents.  But  my  fears  are  dif- 
ferent— as  different  as  my  son. 

When  Andy  was  very  young, 
my  husband  and  I  knew  that 
something  was  wrong.  His  lan- 
guage was  not  developing 
appropriately,  and  his  behav- 
ior was  "not  quite  right."  After 
many  evaluations,  Andy  was 
diagnosed  with  autism. 

Andy  spent  three  years  at  a  wonderful  "special"  school. 
He  learned  to  make  friends  with  the  children  in  his  class 
because  social  skills  were  a  part  of  every  child's  lEP.  In  a 
world  where  being  the  same  as  everyone  else  is  so  impor- 
tant, his  school  was  a  safe  haven.  There,  he  was  the  same 
as  everyone  else.  No  one  stared  when  he  made  funny 
noises  or  flicked  his  fingers  in  front  of  his  eyes.  No  one 
thought  it  strange  that  he  could  not  communicate  like 
other  children  his  age. 

On  his  last  day  at  that  school,  I  walked  him  around  the 
classroom  to  shake  hands  and  say  goodbye.  Some  chil- 
dren wished  him  luck;  others  wanted  to  know  if  his  new 
school  was  very  big  or  if  he  was  scared.  Each  of  his  teach- 
ers gave  him  big  hugs  and  kisses.  Everyone  told  me  how 
much  they  would  miss  him.  Some  of  the  teachers  cried  as 
they  said  goodbye.  I  cried,  too. 

Today  is  the  first  day  of  school.  It  is  time  to  move  on, 
time  to  give  inclusion  a  chance.  Other  parents  who  have 
done  this  tell  me  that  even  though  it  is  not  easy,  it  is  the 
right  thing  to  do.  I  try  to  believe  this,  but  there  are  times 
when  I  have  my  doubts.  A  good  and  wise  friend  tells  me 
tliat  if  I  wait  for  Andy  to  become  more  normal  before 
sending  him  to  regular  school,  I  will  be  waiting  forever. 
I  know  she  is  right.  It  is  unfair  to  Andy  to  keep  him  shel- 
tered in  a  special  school  forever — I  know  that  he  will 
have  to  face  the  real  world  someday.  But  in  my  heart, 
I  long  to  have  him  back  in  that  safe  place. 

Andy's  sister,  Allison,  is  worried  too.  She  is  10  years 
old — a  self-conscious  age  when  everything  is  a  potential 
embarrassment.  She  is  aficud  the  other  kids  at  school  will 
think  that  her  brother  is  "weird."  She  worries  they  will 
call  him  names.  She  worries  they  will  make  fun  of  her, 
too.  I  can't  promise  that  her  worst  fears  will  not  be  real- 


ized. I  tell  her  if  kids  tease,  it  is  because  they  don't  know 
any  better  Allison  considers  tiiat  small  consolation. 

Today  is  the  first  day  of  school.  How  will  Andy  cope  v/ith 
this  new  world?  For  the  first  time  ever,  he  will  have  recess, 
library  time,  music  class  and  lunch  in  a  cafeteria.  He  will  be 

one  in  a  class  of  30  instead 
of  eight  When  he  gets  con- 
fused or  upset,  I  hope  he 
will  not  bite  his  hand  and 
scream  "No!"  like  he  does 
at  home.  I  also  know  this 
hope  is  unrealistic. 

Today  is  the  first  day  of 
school.  I  will  worry,  hope, 
pray  and  dream.  I  want  this 
to  work;  I  want  this  more 
than  anything  I  have  ever 
wanted  before.  I  want 
Andy  to  be  happy.  I  want 
him  to  make  a  friend.  I  want  people  to  see  him  for  what 
he  is — ^another  child,  just  like  all  the  others. 

Hard  work  pays  off 

Andy's  first  year  in  public  school  was  ultimately  success- 
ful, but  it  was  a  success  bom  of  great  challenges,  team- 
work and  a  willingness  to  try  new  ideas. 

Initially,  Andy  had  a  hard  time  acyusting  to  this  n(<w  and 
often  overwhelming  environment.  He  responded  by  hav- 
ing tantrums  and  biting  himself. 

Fortunately,  his  teachers  and  the  special  education 
director  were  willing  to  be  creative.  Andy's  sensory  inte- 
gration therapist  came  into  school  to  train  his  teachers 
and  his  aide.  An  inclusion  specialist  helped  everyone 
work  more  effectively  with  Andy,  and  helped  them  under- 
stand the  reasons  for  his  problems. 

By  mid-year,  Andy  was  doing  well  in  school  and 
seemed  happy.  He  was  interacting  with  the  other  children, 
making  friends  and  getting  invited  to  birthday  parties. 

This  past  year  wasn't  an  easy  one,  but  we  accomplished 
something  important.  Andy  became  the  first  child  with 
autism  to  be  included  in  a  regular  classroom  in  our  town's 
public  schools.  Now,  second  grade  is  just  around  the  cor- 
ner. This  year,  I  face  the  first  day  of  school  without  the 
doubts  and  fears  of  last  fall.  Andy  has  proven  that  with 
the  proper  supports,  he  can  succeed  in  public  school. 

Jan  and  Iter  hxisband,  Bob,  live  in  Seekonk,  Massachu- 
setts with  Allison,  11,  and  Andy,  who  wiU  be  nine  in 
October.  Jan  recently  started  a  support  cpvupjor  inoth- 
ers  of  chiidivn  with  autism  iolw  live  in  soullwastem 
Massachusetts  and  Rhode  Island.  She  works  at  Commu- 
nity Autism  Resources,  a  public  service  agency. 
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INCLUSION: 

What  It  Is,  What  It's  Not,  and  Why  It  Matters 


by  Dorothy  Kerzner  Lipsky  and  Alan  Gartner 


Few  educational  topics  liave 
attracted  as  much  recent 
attention  as  inclusion. 
Inclusion  has  been  the  sub- 
ject of  news  stories,  opinion  pieces, 
television  specials  and  heated  debate 
in  professional  journals.  This  atten- 
tion comes  in  response  to  pressure 
from  parents  and  educators  to  set 
higher  standards  and  goals  for  all  stu- 
dents. The  concept  of  inclusion  is 
based  on  the  recognition  that  we  live 


in  a  society  of  increasing  diversity, 
where  success  will  come  to  those 
who  learn  how  to  work  and  live 
cooperatively  with  others.  For  the 
parents  and  families  of  children  with 
disabilities,  the  topic  of  inclusion 
raises  critical  questions  about  quality 
education  for  their  children. 

Inclusion  is  not... 

Inclusion  is  not  "dumping."  It  does 
not  fail  to  recognize  the  reality — and 


Columbine  Elementary  School 

Woodland  Park,  Colorado 


Columbine  Elementary  School's  journey 
toward  inclusion  began  three  years  ago 
when  Principal  Mike  Galvin  decided  that  all 
children  belonged  together  Today,  there  are  no 
segregated  classrooms  at  the  Woodland 
Park,  Colorado  school.  Children 
with  disabilities,  in  kindergarten 
,  through  fifth  grade,  are  included  in  Benjamin  Snw  8h««»8  dasmates 
jT  regular  education  classrooms,  in  the  how  his  Apple  Poweriwok 
""•'■'ywvNS'*^"'"'    playground,  in  the  cafeteria  and  in     computer  works, 
extracurricular  activities. 
Seven-year-old  Beiyamin  Snow,  who  has  cerebral  palsy,  eiyoys  classroom 
acthities  with  his  friends.  Chris  Doyle,  10,  a  fourth-grader  who  has  cognitwe 

impairments,  listens  to  his  books- 
on-tape  while  reading  along  with 
other  students  who  read  silently 

Because  of  techniques  and 
strategies  like  teacher  training, 
team  teaching,  environmental  adap- 
tations, assistive  technology  and 
positive  behavior  plans,  inclusion  at 
Columbine  has  been  accomplished. 


Nominated  by  Kathie  Snou\ 
mother  of  student 


Ckli  Doyle  gets  a  "UgltAve"  fim  dasamstc  Nicole. 


the  legal  requirement — that  each 
child  requires  a  program  designed  to 
meet  his  or  her  unique  individual 
needs.  It  does  not  benefit  some  stu- 
dents at  the  expense  of  others. 

Inclusion  is  not  a  new  label  for 
"mainstreaming."  Mainstreaniing  was 
an  educational  philosophy  and  prac- 
tice which  assumed  the  existence  of 
two  separate  systems — regular  edu- 
cation and  special  education — in 
which  integration  was  largely  limited 
to  non-academic  activities. 

Inclusion  is  not  a  way  for 
school  districts  to  save  money. 
Inclusion  does  not  involve  cut- 
ting needed  services. 

inclusion  is... 

Inclusion  is  the  provision  of  ser- 
vices to  students  with  disabili- 
ties, including  those  with  severe 
disabilities,  m  their  neighbor- 
hood schools,  in  age-appropri- 
ate regular  education  classes, 
with  the  necessary  support  services 
and  supplementary  aids — for  both 
children  and  teachers.  The  goal  of 
inclusion  is  to  prepare  students  to 
participate  as  full  and  contributing 
members  of  society.  Inclusion  means 
meeting  the  law's  requirement  of  a 
"free,  appropriate  public  education" 
in  the  "least  restrictive  environment." 

What  makes  inclusion 
programs  successful? 

Tlie  National  Center  on  Educational 
Restructuring  and  Inclusion  (NCERl) 
recently  completed  a  national  study 
of  inclusion  programs  in  urban,  sub- 
urban and  nnal  locations.  Tho  study 
identified  several  components  of 
many  successful  inclusion  programs. 
These  include: 
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•  Stxong  leadership:  Leaders  must 
recognize  that  students  with  disabili- 
ties can  benefit  from  quality  educa- 
tional programs  with  their  regular 
education  peers — and  that  students 
without  disabilities  will  benefit  as 
well.  They  should  have  an  optimistic 
view  of  the  capacity  of  teachers 
and  schools  to  change  and  to  accom- 
modate the  needs  of  all  students. 

•  Collaboration:  No  single 
teacher  should  be  expected  to  have 
the  expertise  to  meet  the  educa- 
tional needs  of  eveiy  student  in  the 

Historically,  we  have 
had  two  educa- 
tional systems — 
one  for  students  with 
disabilities  and  one  for 
everyone  else.  We  are 
working  to  create  one 
educational  system  that 
values  all  students.  The 
regular  classroom  in  the 
neighborhood  school 
should  be  the  first  option 
for  students  with  disabili- 
ties. Administrators  and 
teachers  must  receive 
the  training  and  the  help 
they  need  to  make  that 

the  best  option  as  well." 

— ^Judith  Heiimann 

Assistiint  StHTOtury  for  Spoc-ial 
Education  iuul  Ri'hiibilitativo  St-iTiccs, 
I'.S.  Dcpjulniont  of  Education 


cliissrooni.  Rather,  individual  teach- 
ers must  be  given  support  systems 
that  provide  collaborative  iissistiuice 
and  enable  them  to  engage  in  cooper- 


KidsKampus 

Huntington,  Indiana 

Built  specifically  for  children  with  special  needs,  Kids  Kampus  in  Huntington, 
Indiana,  also  integrates  its  students  with  more  than  77  three-  to  five-year- 
olds  without  disabilities. 

Five-year-old  Stephanie  TMtt,  who 
Is  developmentally  delved,  has 
been  attending  the  school  for  three  i 
years.  "Stephanie  is  age  appropri- 


ate in  most  areas  and  will  be  attend-    VJu^^  v 
ing  regular  kindergarten  in  the  1995-96 
school  year,"  said  Stephanie's  mother,  Nancy.  "She 
has  one  more  year  at  Kids  Kampus  and  I  dread  the 
day  she  has  to  leave." 

Children  at  Rids  Kampus  benefit  from  three  out- 
door playgpjunds,  an  indoor  playscape  equipped 
with  sand  and  water  tables,  bubble  balls,  riding  toys 
for  children  with  special  needs,  various  climbing 
equipment  and  fully  equipped  therapy  rooms. 
With  field  trips  and  visits  to  a  nearby  college  for 
some  swimming,  the  students  are  also  e}q)osed  to  actwities  that  promote  integra- 
tion into  the  community. 

Parents  receive  training  m 
areas  like  sign  language  and 
advocacy  and  receive  emo- 
tional support  as  well.  ^^^^^^^^^^^^■■H^^^l 

Nominated  by  Nancy  DmiU, 
mother  of  student 


Stephanie  Ihiitt  loves  going 
tosdiool. 


ative  problem  solving. 

•  Supports  for  students: 

Supports  include  everything 
necessary  to  enable  the  child 
to  meet  lEP  goals  and  to  suc- 
ceed in  a  regular  classroom.  This 
may  include  adapted  curricula,  tutor- 
ing, counseling  and  both  in-  and  out- 
of-class  therapies. 

•  Re-focused  use  of  assessment: 
Instead  of  using  assessment  f  o  docu- 
ment student  inadequacies,  assess- 
ments should  focus  on  what  students 
Ccin  do  and  how  educators  can  help 
lliem  meet  lEP  goals  and  objectives 
in  tlie  regular  classroom. 

•  Funding:  Pending  nnist  be  suffi- 
cient. Inclusion  is  not  done  to  save 
money  at  the  cx]iense  of  student 
needs.  Preliniiniiry  re.se;u-ch  shows 
that  districts  which  ino  implementing 
inclusion  report  that  it  does  not  cost 
more  over  time;  rather,  costs  are 
shifted. 


•  Effective  parental  and  family 
involvement:  Successful  inclusion 
programs  encourage  parental  partici- 
pation through  family  support  ser- 
vices, such  as  support  groups  and 
counseling,  and  the  development  of 
educational  programs  which  involve 
parents  and  other  family  members. 

Your  role  as  a  parent 

•  Lcani  about  successful  iurlusio)i 
imicliccs  so  you  can  make  an 
infonncd  decision  about  whether 
inclusion  is  the  best  educational 
approach  for  your  child. 

•  Lcani  about  the  law  and  recoil 
court  cases.  Inclusion  is  nol  some- 
thing a  child  must  earn.  The  school 
system  li<>s  a  legiU  obligation  to  pro- 
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Mountain  SIcy  Junior  High 

Phoenix,  Arizma 


Seven  severely  challenged  junior  high  school  students  are  now  inte- 
grated in  science  and  govenunent  classes  at  their  local  school,  thanks  to 
staff  and  parent  efforts  on  their  behalf.  This  past  school  year,  parents  and  Moun- 
tain Sky  staff  decided  on  team  teaching  in  regular  classes  to  provide  extra  assis- 
tance for  all  students.  They  also  created  a  study  hall  for  added  support. 

The  response  from 


Cot^erative  learning  groups  benefit  all  stadents. 


students  and  staff 
has  been  positive. 
One  staff  member 
commented,  "If  you 
want  to  know  who 
inclusion  has  helped, 
it's  been  the  regular 
kids  who  are  less 
frightened  of  people 
who  are  different. 
And  theyVe  learned 
that  it's  OK  to  be  dif- 
ferent." 

Nominated  by  school 
staff  as  suggested  by 
a  parent  of  a  student 


\  Im    sion.  Slie  is  the  parent 
iofa  25-year-old  son  %vho  has 
j!"  spma  bifida.  Alan  Gartner. 
'•Vvvs.ss'"*'*''   Ph.D.,  is  Dean  for  Resea  t  ' 
The  Graduate  School  and  Uni^ 
sity  Center,  The  City  Univei-sity  Oj 
Neiv  York.  Tliey  are  co-editors  of 
Beyond  Sep.\rate  Education:  Quauty 
Education  ma  An.  (Paul  H. 
Bivokes,  1989),  and  co-avthors  of 
Supporting  Families  With  a  Child 
With  a  Dis.abil!ty:  An  International 
Outlook  (Paul  H.  Bivokes,  1991). 
Both  books  can  be  ordered  by  calling 
(800)  638-3775. 


A  summary  of  the  NCERI  report  is 
available  at  no  cost.  The  full  report, 
tvhich  includes  a  listing  of  school 
districts  implementing  inclvsion,  is 
available  for  $9,  piepaid.  Wiite  to 
NCERI,  The  Graduate  School  and 
Univei'sity  Center,  The  City  Univer- 
sity ofNeiv  York,  33  West  42nd  St., 
Room  1530,  New  Ym%  NY  10036. 


vide  an  Expropriate  inclusion  pro- 
gram if  it  is  requested.  A  student  can 
not  be  placed  in  a  more  restrictive 
setting  unless  a  school  system  can 
demonstrate  that  inclusion  has  not 
been  successful  despite  the  school's 
provision  of  necessary  support  ser- 
vices and  supplementary  aids. 

•  Recognize  the  lEP  as  a  powerful 
tool  to  assure  that  your  child's 
program  provides  all  necessary 
support  services  and  supplemen- 
tary aids. 

•  Support  scfwols  and  districts  in 
developing  inclusion  pwgrams  of 
quality.  Successful  inclusion  pro- 
grams are  ones  which  have  been 
developed  carefully,  with  input  from 
everyone  who  will  be  involved — 
administrators,  teachers,  families  and 
students. 

•  Get  involved  with  local  and 
national  parent  and  family  organi- 
zations to  assure  that  schools  serve 
and  provide  a  successful  education 
for  all  children. 

Dorothy  Kerzner  Li},.fky,  Ph.D.,  is 
Director  of  the  National  Center  on 
Educational  Restructuring  ami 


JC  Sweeny  Kindergarten 

Pascoag,  Rhode  Island 

Ann  M.  Bisson  says  you  can't  tell  that  her  eight-year-old  daughter,  Holly,  is  any 
xx  different  from  the  other  children  in  her  kindergarten  class.  Holly,  who  has 
Down  syndrome,  joined  a  regular  class  "partly  because  we  knew  she 
could  do  it  and  partly  because  the  teacher  wanted  to  have 
Holly. .  .because  her  belief  is  that  all  kids  are  kids,"  Ann  says. 

Now,  Holly  is  required  to  do  all  the  work  that  her  peers  do. 
"When  the  class  was  tested  at  mid-year. .  .she  came  up  in  the  mid- 
''Y'Vw>s"«'»*'    die  of  all  the  kids,"  her  mother  notes. 

Holly  is  considered  to  be  one  of  *he  gang.  "This  inclusion  is  real 
because  you  cannot  pick 
Holly  out  of  a  crowd  of 
kindergarten  kids  and 
because  her  teachers 
fight  for  her  rights  to  be 
a  person,"  Ann  says. 

Nominated  by 
Ann  M.  Bmon, 
mother  qf  student 

Holly  Bisson  is  Jiist  one  of 
tlie  gang  during  a  class 
outing  to  the  local  fire  sta- 
tion. (She's  in  the  front 
row,  wearing  a  red  shirt 
and  passes.) 
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EDUCATION 


Inclusion  and  Ideology 


by  Albert  Shanker 


The  movemert  in  American 
education  that  is  taking  hold 
the  fastest  and  is  likely  to 
have  tlie  most  pro- 
found— ^and  most  destruc- 
tive— effect  is  not  what  you 
might  tliink.  It's  the  rush 
towards  full  inclusion  of 
children  with  disabilities  in 
regular  classrooms. 

Advocates  demand  that 
all  children  with  disabilities 
be  put  into  regular  class- 
rooms, regardless  of  their 
ability  to  function  or  benefit,  and 
regardless  of  the  effect  on  other  chil- 
dren in  tlie  class.  And  they  are  being 
successful.  Full  inclusion  is  h^pen- 
ing  quickly,  all  over  the  country,  with- 
out substantial  debate  in  state 
legislatures  and  school  boards, 
through  court  orders  and  federal 
directives. 

As  a  result,  we  are  seeing  children 
who  are  medically  fragile  and  chil- 
dren with  severe  behavioral  disor- 
ders placed  in  regular  classrooms 
where  teachers  who  have  had  little  if 
any  special  training — and  get  little  if 
any  extra  help — struggle  to  deal  with 
the  youngsters'  special  needs.  This 
could  mean  suctioning  mucus  from  a 
child's  lungs  or  giving  him  a  med- 
icated enema.  Or  it  could  mean  try- 
ing to  figure  out  how  to  handle  a 
child  who  bites  and  kicks  others  with 
no  apparent  provocation  and  shouts 
or  cries  and 
exposes  himself 
throughout  the 
school  day.  All 
this  while  the 
teacher  is 
attempting  to  give 
other  students 
the  grounding 
they  need  in  math 
and  reading  and 
srionce. 

Full  inc  lusion- 
ists  argue  that  all 
the  supports  that 


children  with  disabilities  have  in  spe- 
cial education  settings  must  follow 
them  into  regular  classrooms.  This  is 
no  more  likely  to  happen  for 
childien  with  disabilities  than 
it  did  for  people  with  mental 
illness  who  were  de-institu- 
tionalized years  ago.  Their 
supports  were  also  supposed 
to  follow  them  when  institu- 
tions were  closed,  but  the  sup- 
ports never  materialized;  now, 
as  we  know,  many  of  these 
people  are  out  on  the  streets. 
That's  one  reason  why  many  parents 
of  children  with  disabilities  oppose 


full  inclusion.  They  fear  their  chil- 
dren will  lose  the  range  of  services 
now  available  and  end  up,  like  those 
people  who  were  de-institutionalized, 
witli  nothing. 

We  usually  tliink  of  schools  as  per- 
fommig  three  functions:  imparting 
knowledge  and  skills;  preparing  stu- 
dents for  the  working  world;  and 
helping  them  become  good  citizens 
and  develop  socially.  But  those 
demanding  full  inclusion  aie  inter- 
ested in  only  one  thing — ^socializa- 
tion. Teaching  kids  with  and  without 
disabilities  to  get  along  together  is 
worthwhile  (as  many  schools  that 
don't  practice  full  inclusion  would 
agree),  but  it  is  only  one  value.  And 
it's  certainly  not  the  only  reason  tax- 
payers support  the  schools. 


HMS  School  For  Children 
With  Cerebral  Palsy 

Philadelphia,  Pennsylvania 

The  HMS  School  for  Children  With  Csi-e- 
bral  Palsy  in  Philadelphia,  Pennsylva- 
nia encourages  its  students  to  achieve  the 
highest  levels  of  independence  and  free- 
dom that  they  can. 

For  example,  the  language  arts  pro- 
gram helps  students  build  their  language 
skills  while  talking  about  their  feelings, 
creating  stories  and  writing  letters  to  for- 
mer-classmates. 

Parents  of  children  who  attend  HMS 
boast  of  the  many  opportunities  offered  to 


Stndents  participate  in  a 
science  lesson  in  preparation 
for  the  annual  sdenoe  fair. 


ERIC 


stndents  ose  electronic  conunmiication 
devices  to  coiq)Ose  music. 

students  at 

the  school — assistive  technology  devices,  partici- 
pation in  recreational  activities  and 
plays,  and  a  chance  to  help  run  the 
school's  convenience  store.  Many  ^ 
students  are  given  the  chance  to  £ 
demonstrate  independence  by  " 
running  errands,  collecting  atten- 
dance slips  and  going  to  therapy  ses- 
sions without  supervision. 

The  school's  medical  staff  pro\'ed  to  be  "life- 
saving,"  according  to  one  mother  who  called  HMS 
her  son's  "second  family  and  his  home  away  from 
home." 

Nominated  by  Carol  A.  Olinick,  Rebecca  Little 
and  Marie  A.  Campagne,  mothers  of  students 
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Full  inclusion  is  often  justified  by 
an  analogy  with  the  racial  segrega- 
tion practiced  d  .iring  a  good  portion 
of  our  histo-.y.  Just  as  "separate  but 
equal"  always  meant  "iitferior,"  inclu- 
sionists  feel  the  same  is  true  of  any 
separate  classes  for  any  children 
with  disabilities.  But  the  analogy  is 
faulty.  African-American  children 
have  the  same  range  of  abilities  and 
needs  as  white  children.  They  were 
excluded  only  because  of  the  color  of 
their  skin,  which  was  irrelevant  to 
their  ability  to  function  in  a  regular 
classroom  and  to  benefit  from  being 
there.  This  is  quite  different  from 
putting  a  youngster  who  is  blind  into 
a  special  class  so  he  can  learn  Braille 
or  excluding  a  youngster  who  is  emo- 
tionally disturbed  because  he  will 
disrupt  the  education  of  the  other 
kids — while  deriving  little  benefit 
himself. 

Recently,  I  received  a  letter  from 
Edwin  Martin,  who  was  the  first 
director  of  the  U.S.  Bureau  of  Educa- 
tion for  the  Handicapped  and  now 
heads  an  advocacy  group  for  people 


v/ith  disabilities.  He,  too,  opposes  full 
inclusion,  and  he  is  especially  trou- 
bled by  the  idea  of  making  sweeping 
changes  without  any  data  or  research 
to  support  these  changes.  Where  are 
our  figures  on  how  well  students 
with  disabilities  in  regular  class- 
rooms do  in  comparison  with  those 
in  special  education  settings?  How 
many  drop  out?  How  many  go  on  to 
college  or  vocational  programs? 
Without  this  kind  of  irvformation,  we 
have  no  way  of  knowing  what  is 
working  for  these  youngsters  and 
what  is  not.  "Special  education  pro- 
grams," Maitin  says,  "must  be  judged 
on  their  successes,  not  on  our  wishes 
for  a  more  inclusive  society." 

Many  children  with  disabilities  can 
be,  and  are  now,  included  in  regular 
classrooms  and,  with  adequate  sup- 
ports, many  more  could  be.  These 
decisions  should  be  made  on  an  indi- 
vidual basis — depending  on  the 
nature  and  severity  of  the  disability — 
and  remade  if  a  placement  turns  out 
to  have  been  wrong.  And  these  deci- 
sions should  be  based  on  what  is 


good  for  all  the  children  involved — 
the  children  with  disabilities  and  the 
others.  But  full  inclusion  makes  no 
room  for  individual  judgments.  It  is 
an  ideological  position  that  childrer 
with  disabilities  and  children  without 
disabilities  must  always  be  fully  inte- 
grated, regardless  of  the  circum- 
stances or  consequences. 

Some  full  inclusionists  talk  as 
though  they  are  in  a  battle  pitting  the 
forces  of  morality  against  the  forces 
of  immorality.  In  reality,  the  battle 
pits  ideologues  who,  without  any  evi- 
dence, would  force  destructive 
changes  on  our  schools  against  peo- 
ple who  believe  that  children's  inter- 
ests come  first. 

€■  .\llion  ShankiT.  mu 

Albert  Shanker  is  president  of  the 
American  Federation  ofTeachei'S 
(AFT),  an  affiliated  union  of  the 
AFL-CIO  ivhich  represents  830,000 
education  professionals.  Shanker's 
comments  appear  in  The  New  York 
Times  every  Sunday  in  a  space  paid 
for  by  the  AFT.  This  column 
appealed  on  Feb.  6,  1994. 


Wonder.  Discovery.  Delight. 


We  cover  the  basics. 


Ivcliiiark  softwarc  does  more 
than  teach  kids  about  niatli, 
reading  and  science.  Our  pro- 
grams (klifihl  them — with 
colorful  graphics.  cliildreiVs 
voices  and /f;/,s' of  humor 
i'ositi\e  feedliack  and  visual 
and  auditor}  cues  gently  guide 


them  to  success.  I'sing  the 
optional  TouchWindow,  they 
can  interact  directly  with  the 
software  simply  by  touching 
the  screen. 

For  mon.'  infoniiation  and 
a  fi'eo  prtxiuct  catalog,  call 
1-800-320-8380 


Winner  of  40  Awards! 


,Vi///f  S  M,ilh  Houic.  Boiley\  Book  House.  Siimmy\  Siicncc  House  (PirK-Pnd 
Gfdc/e),  Tliinkin'  Things,  KidDcsk  (PreK-Slh  G/Jdp).  ond  the  knuhWindow 
Avjiloblv  for  MtKintosh  .i/id  IBMkompjiibIrs 

All  Cdmark  software  features  built-in  ^^ffi^l-^TilV/l  AR 1^ 
s/ng/e  switch  scann/ng.  ^3^?*r^irlil  *L\*lV^ 
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EDUCATION 


A  National  Agenda 

For  Achieving  Better  Results 


by  Thomas  Hehir 


When  we  discuss  improv- 
ing results  for  children 
and  youth  with  disabili- 
ties we  need  to  talk 
about  both  our  successes  and  our 
shortcomings.  Many  children  and 
youth  with  developmental  disabilities 
are  now  living  in  and  eryoying  com- 
munity life,  but  many  continue  to  be 
segregated  in  our 
education  system. 
This  needs  to  be 
taken  very  seriously 
because  we  know 
that  the  degree  to 
which  students 
with  disabilities  are 
integrated  with 
their  peers  without 
disabilities  is  critically  important  to 
their  future  success  in  employment 
and  community  li\'ing. 

Impact  of  P.L  94-142 

Since  the  1975  passage  of  P.L.  94- 
142 — originally  called  the  Education 
for  All  Handicapped  Children  Act, 
but  later  renamed  tlie  Individuals 
witli  Disabilities  Education  Act 
(IDEA) — the  institutionalization  of 
people  with  mental  retardation  has 
gone  down  63  percent,  which  is  an 
enormous  change  in  a  very  short 
period  of  time.  But  for  me,  a  more 
impressive  statistic — although  we 
would  like  it  to  be  lower  still — is  that 
only  1.4  percent  of  young  adults  with 
developmental  disabilities  in  the  U.S. 
are  uistitutionalized.  This  is  a  testi- 
mony to  what  we  have  been  doing 
over  the  last  19  years. 

Prior  to  the  passage  of  P.L.  94-142, 
the  needs  of  many  children  with 
learning  disabilities  wore  not  recng- 
nized.  We  now  know  that  results  are 
better  for  those  who  receive  appro- 
priate support,  placements  and 
access. 


We  know  from  our  research  that 
we  have  made  gains  in  employment 
for  young  adults  who  have  left  our 
educational  system.  But  the  rate  of 
employment  among  adults  with  dis- 
abilities should  and  could  be  higher. 

Without  this  legislation,  hundreds 
of  thousands  of  people  would  be  in 
institutions  and  the  school  dropout 
and  unemployment  rates  among  peo 
pie  with  disabilities  would  be  much 
higher. 

Although  many  children  are 
achieving  at  levels  never  before 
thouglit  possible,  we  still  must  be 
very  concerned 
about  the  38  per- 


cent dropout  rate  for  students  with 
disabilities  in  this  country — almost 
double  the  dropout  rate  for  students 
without  disabilities. 

On  the  National  Agenda... 

•  Integration  and  Inclusion: 

Our  longitudinal  study  shows  good 
results  for  students  who  are  inte- 
grated into  regular  education  class- 
rooms with  appropriate  supports, 
aids  and  accommodations,  and  with 
access  to  the  regular-education  cur- 
riculum. For  example,  yoimg  people 
with  physical  impairments  who  had 


Christian 
Learning 
Center 

Michigan 


This  past  year,  the  Christian  Learning  Center  provided  inclusive  education  ser- 
vices to  about  90  children  h\  seven  Christian  schools  h\  western  Michigan. 
The  system  tacludes  a  "Circle  of  Friends"  for  each  child.  High  school  and  post- 
high  school  age  students  receive  training  and  follow-along  vocational  services, 
which  are  available  in  community-based  and  inclusive  work  settings. 

Last  May,  the  Center  held  its  first  Inclusive  Games,  an  event  planned  and 
supervised  by  middle  school  students.  TWo  hundred  children — ^with  and  without 

disabilities — ^participated  in  a 
wheelchair  obstacle  course,  a  Nerf 
arrow  shoot,  a  free  throw  contest 
and  other  games.  They  competed 
In  teams  made  up  of  one  child  with 
a  disability  and  two  without. 

Nominated  by  Dr.  Thmnas  Hoek- 
sma,  Calvin  College  Education 
Department 


ERIC 


657 


SEPTEMBER  1994  /  EXCEPTIONAL  PARENT   ♦  41 


been  in  regular  oducation  full-time, 
were  43  percent  more  likely  to  have  a 
job  than  those  who  had  been  in  regu- 
lar education  only  half-time. 

•  Support  services:  Research 
shows  that  significai't  numbers  of 
students  with  disabilities  who  have 
been  integrated  into  regular  class- 
rooms receive  next  to  no  support 
from  special  education.  Few  receive 
modification  in  the  way  material  is 
presented  or  in  the  ciuriculum  itself. 
Many  regular  classroom  teachers 
have  not  received  adequ  ,te  training. 

If  we  redefine  special  education  as 
services  and  placements  that  stu- 
dents need  in  order  to  be  successful, 
then  we  will  go  a  long  way  toward 
addressing  a  lot  of  concerns  that  peo- 
ple have.  Cluldren  with  disabilities 
should  be  educated  in  an  individual- 
ized manlier  in  the  least  restrictive 
environment,  with  appropriate  sup- 
ports, aids  and  accommodations. 

•  Job  training  and  placement: 
Although  we  feel  strongly  that  stu- 
dents with  disabilities  must  have 
access  to  all  the  options  that  stu- 
dents without  disabilities  have,  it  is 
particularly  important  to  recognize 
the  importance  of  vocational  educa- 
tion. According  to  our  resear  ch,  stu- 


dents with  mild  disabilities  who 
received  concentrated  vocational 
education  that  included  job  place- 
ment possibilities,  now  have  a  more 
than  $6,200-a-year  earnings  advan- 
tage over  students  without  disabili- 
ties who  have  not  had  this  type  of 
progiam. 

Although  vocational  programs  are 
not  appropriate  for  all  students  with 
disabilities  at  the  secondary  level,  we 
should  have  a  good  idea  of  the  tj'pe 
of  program  he  or  she  needs  to  pre- 
pare for  the  future.  We  need  to  take  a 
broad  view  of  the  lEP.  We  need  to  get 
away  from  the  myopia  of  short-term 
objectives  and  look  at  the  ultimate 
results  we  want  to  see  three  or  four 
years  from  now. 

•  Higher  education:  It  disturbs  me 
that  only  13  percent  of  students  in 
special  education  go  on  to  higher 
education.  We  should  be  looking  at 
appropriate  community  colleges  and 
foiu--year  colleges  for  these  students. 

•  Earlier  interventions:  The  later 
we  intervene  with  students  who  have 
reading  problems,  the  poorer  tlieir 
results  will  be.  If  we  do  not  intervene 
with  students  until  the  third  or  the 
iburth  grade,  we  can  almost  be  sure 
to  nave  poor  results. 


Shipley  n  Choice  Elementary  School 

MiUersvilie,  Maryland 

Since  1989,  Shipley's  Choice  Elementary  School  has  included  children  with 
disabilities.  The  school  has  490  students,  including  29  children  with  moder- 
ate to  severe  disabilities.  Students  conduct  daily  morning  announcements  that 
are  closed-circuit  broadcast  to  the  classrooms  and  sign  interpreted.  Dur- 
ing the  announcements,  a  student  presents  the  "sign  of  the  day." 

The  school  has  an  active  peer  buddy  program  where  students 
3  without  disabilities  are  paired  with  students  with  disabilities  for 
J?  recess  and  other  occasions.  The  bond  created  between  the  students 
-.y^^^^^x""    was  evident  last  Februaiy  during  one  of  the  school's  Avrareness  Week 
sessions  when  a 
fourth-grade  student  and 
buddy  of  a  boy  with 
autism  raised  his  hand 
and  said,  "My  buddy. . . 
No,  my  friend  is  the  best 
artist  I  know." 


Nominated  Iry 
Mar/i  C.  Barbera, 
nwtlier  of  student 


Stadents  sing  and      holiday  songs. 


•  Prc-flems  in  minority  communi- 
ties: Special  education  is  not  highly 
supported  in  some  minority  commu- 
nities. Many  students  vfith  disabilities 
in  minority  communities  are  placed 
in  dead-end  programs  wdth  low 
expectations  and  are  removed  from 
instructional  accountability  systems. 

•  Participation  of  parents  and 
adults  with  disabilities:  We  need  to 
develop  better  ways  to  involve  par- 
ents. Too  often,  there  is  an  unfortu- 
nate assumption  that  school  districts 
and  parents  of  students  wdth  disabili- 
ties are  adversaries.  Parents  should 
be  actively  involved  in  the  decision- 
making process. 

It  is  also  imports.".*  that  we  recog- 
nize that  our  students  wdth  disabili- 
ties become  adults.  For  this  reason, 
adults  wdth  disabilities  should  have  a 
say  in  the  education  of  the  children 
who  follow  them. 

•  Low-incidence  disabilities:  We 
have  to  pay  more  attention  to  low- 
incidence  disabilities.  Often,  due  to 
the  low  incidence  of  certain  disabili- 
ties, students  who  are  blind,  students 
who  are  deaf  and  students  who  have 
multiple  disabilities  do  not  receive 
the  kind  of  attention  they  should 
from  their  school  systems.  In  many 
cases,  this  seems  to  be  caused  by  a 
lack  of  expertise  at  the  local  level. 

A  Focus  on  Results 

I  believe  it  is  important  for  all  of  us  to 
take  tlie  theme  of  "a  focus  on  results" 
very  seriously — all  of  us  need  to 
focus  on  improvement  and  better 
results  for  students  wdth  disabilities. 
Secretary  of  Education  Richard  W. 
Riley  frequently  uses  the  expression, 
"Only  tlie  educated  are  free."  As  we 
concentrate  more  on  providing  stu- 
dents with  better  educational  oppor- 
timities,  we  can  help  "free"  all 
children,  youth  and  adults  with 
disabilities  in  this  coimtry. 

nioma.s  Hehir  is  the  direelor  of 
the  Office  of  Special  Education 
PrdfiraniN,  U.S.  Deiiartineiit  of 
Edvcatiou.  m.i  article  fco.s 
adapted  fmm  hi.s  speech. 
A  Natiosm.  A(!i:.\i>.\  ir>R  Ac  iiiix- 

liKITKlt  liKSn.TS  Fdit  SmiHMS 

With  I)isAnii.mi:s. 
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EPUCATION 


Making  Inclusion  Work 

Angela  is  supported  by  a  circle  of  friends. 

by  Janine  Guida,  Stephanie  Pirsos,  Katherine  Schempp  and  Diana  Cuthbeitson 


ALL 


^   E   L  0   N  G 


ALL  CHILDREN  BELONG  is  an 

awareness  and  training  pwgram 
designed  to  enhance  the  ability  of 
communities  to  suppoti  the  partici 
potion  oj  children  and  youth  with 
disabilities  in 
schools,  work- 
places and  com- 
munity activities. 

'Hie  Jirst  phase 
of  (he  ALL  CHIL- 
DREN BELONG 
ntnirnlum  is  the 
awareness  pluise — when  parents, 
educators  and  community  members 
leant  about  the  basic  concepts  of 
inclusion.  Key  planning  activities 
take  place  at  this  time.  A  hallmark 
of  this  second  phase  is  the  develop- 
ment of  teams  that  will  build  on  an 
i)uliridual's  strengths  to  find  ways 
to  facilitate  meaningful  participa- 
tion in  activities. 

Tlunv  is  no  single  recipe  for 
inclusion.  Each  child  is  unique; 
each  .scfwol  or  community  setting  is 
unique.  But  no  attempt  at  inclusion 
will  .succeed  witltout  teamwork.  Tlw 
stonj  of  how  Angela's  family,  school 
and  community  worked  together  to 
(msure  her  successful  inclusion 
ojfos  a  compelling  illustration  of 
the  teamwork  required  to  mohc 
i)wlu.sion  work. 

When  Angela  Hart  was  bom 
with  Down  syndrome,  her 
mother,  Vicki,  resigned  her- 
self to  being  Angela's  caregiver-for- 
life.  Now,  eight  yetirs  later,  Vicki  and 
her  husband,  Lynn,  envision  Angela's 
future  differently.  They  believe  that 
Angela,  as  an  adult,  will  be  a  con- 
tributing member  of  her  community. 

Much  of  the  change  in  her  ptirents' 
persi)(<ctive  has  had  to  do  with  Ange- 
la herself—  her  sunny  pei-soiuUity  iuid 
niiuiy  abilities.  But  they  agree  that 
inclusion  has  played  a  pail  as  well. 


Getting  Ready  for  Inclusion 

Merle  Soroco,  the  learning  consultant 
on  Angela's  niulti-disciplinaiy  team, 
believes  that  Angela's  family  played  a 
strong  role  in  preparing  her  for  inclu- 
sion. "Vicki  took  Angela 
everywhere  she  went — to 
the  store,  to  her  brothers' 
sports  competitions  and  to 
church,"  Merle  comments. 
"Everyone  in  the  commu- 
nity knew  Angela  before 
she  entered  kindergarten, 
so  no  one  was' surprised  to  see  her." 

Angela  had  some  other  advantages 
also.  Merle  cites  Angela's  outgoing 
personality  and  good  language  skills. 
"Angela's  language  skills 
helped  her  to  make  new 
friends,"  Merle  says,  "but  as 
importantly,  her  language  abil' 
ities  kept  her  from  becomiiig 
fmstrated.  She  was  rble  to 
communicate  her  needs." 

Building  a  Team 

Angela,  her  parents  and 
brothers,  her  regular  educa- 
tion and  special  education 
teachers,  the  scliool  princi- 
pal, related-services 
providers  (occupational, 
physical  and  speech  therapists)  and 
the  multi-disciplinary  professionals 
(social  worker,  psychologist  and 
learning  consultant)  are  the  members 
of  Angela's  team.  The  team  plans 
Angela's  goals,  learning  activities  and 
supports.  They  also  assume  coopera- 
tive responsibility  making  accommo- 
dations or  adaptations  in  Angela's 
(•(iucatioiitU  progrimi  and  for  evaluat- 
ing her  progress. 

Angela's  team  meets  four  times 
each  year.  Meetings  start  with  a 
review  of  Angela's  many  accomplish- 
ments. Then,  any  nifyor  concerns  are 
addressed.  Day-to-day  issues  are  dis- 
cussed during  teachc  i's'  plaiming 


times  and  through  home-school  com- 
munication. 

Strengths  and  Needs 

Completing  a  "Positive  Student 
Profile"  was  one  of  the  first  activities 
Angela's  family  did  to  prepare  for  her 
inclusion  in  public  school.  Angela's 
parents  and  older  brothers — Bobby, 
12,  and  Tony,  13 — wanted  the  impor- 
tant information  they  knew  about 
Angela's  strengths  and  interests  to 
be  available  to  the  team  that  would 
be  developing  Angela's  lEP  In  this 
year's  profile,  Angela's  family 
describes  her  as  a  child  who  loves 
school,  friends,  sports,  dancing  and 


Angela,  holding  a  sign  that  says  "Plant  A  Tree, "  ivas 
one  of  tlw  "stars"  of  the  class  Earth  Day  play. 


the  Brownies.  Her  strengths  include 
a  "terrific  sense  of  humor,"  good 
manners,  an  ability  to  ask  for  help 
and  an  "I  do  it!"  attitude. 

T})e  profile  also  documents 
Angela's  successes  at  home  and 
school.  She  knows  her  address  and 
phone  number,  uses  slang  properly 
and  sits  through  quiet  activities.  She 
uses  a  calculator  to  compute  math 
problems  and  does  some  homework 
without  assistance. 

T)ie  profile  also  documents 
Angela's  needs.  These  include  a  need 
to  speak  more  clearly,  read  indepen- 
liently,  Icani  from  peers  and  adults 
who  can  show  her  how  they  solve 
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state  of  Georgia 


In  the  last  two  years,  the  state  of  Georgia's  Council  Steering 
Committee — ^a  gi-oup  of  parents,  teachere,  administrators  and  '^•^ws^"»"|"* 
therapists — has  funded  13  inclusive  education  sites  across  the  state.  Typi- 
cal is  the  Bartow  County  School  System,  which  began  its  inclusion  progi'am 
three  years  ago.  Terry  Drew,  principal  of  Bartow  County's  Adairsvilie  Elementary 
School,  said  inclusion  has  been  "super  successful."  The  Bartow  County  system  is 

now  listed  as  an  Irmovative  Spe- 
cial Education  Program  (ISEP) 
and  is  considered  a  model  for 
other  school  systems. 

One  Bartow  County  student, 
Brandon,  sent  a  note  and  kisses 
to  his  teacher  because  he  loved 
being  included  in  her  class.  The 
father  of  Piper,  another 
"included"  sfrident,  said,  "It  is 
very  refreshing  to  find  a  school 
system  so  open  and  committed 
to  making  the  appropriate 
accommodations  vrithout  turning  the  process  into  an  adversarial  contest  as  has 
been  our  recent  experience  with  Piper's  former  school." 

Bartow's  approach,  according  to  Piper's  father,  is  "common-sense,  friendly 
and  welcoming." 

Nominated  by  Joyce  R.  Ringer,  fmvily  support  coordinator for  the  Governor's 
Council  on  Developmental  Disabilities 


problems  and  receive  support  in 
extracurricular  activities.  Safety 
issues  are  also  a  higli  priority  for 
Angela's  fiunily.  They  want  her  to  use 
care  in  selecting  friends  and  in  travel- 
ing in  her  c-oniniunity.  These 
strengths  and  needs  are  kept  central 
to  cill  planning  activities. 


Honorable  Mention 


Parkview  Montessori 
School, 

Mt.  Prospect,  Illinois 
P.S.  279,  Brooklyn,  New  York 
Searles  Elementary  School, 

Union  City,  California 
E.H.  SiaytMugh  School, 

Egg  Hattior  Township,  New  Jersey 
Center  Elementary  School, 

Brookfield,  Connecticut 
Fairfield  Elementary  School,  Maumee, 

Ohio 

New  Vision  Dance  program 
at  Clarkstown  High  School  South, 

West  Nyack,  New  York 
Beacti  Channel  High  School,  Rockaway, 
New  York 

Weight  ConditkMiIng  Program  at  Inn- 


Identtfying  Resources 

Before  diildren  with  disabilities  can 
successfully  attend  neighborhood 
schools,  it  is  inipoitant  to 
undei-s^and  the  supports 
which  can  facilitate  participa- 
tion.  A  "support"  is  anything 
it  takes  to  provide  assistance 
to  children  with  disabilities 
:  and  all  the  people  working 
witli  tliem. 

Angela's  supports  can  be 
divided  into  five  categories — 
personnel,  environmental, 
curriculum  adaptations,  eval- 
uation and  peers.  Having 
Angela's  teacher  complete  a 
"Classroom  Acti\ity  Analysis 
Worksheet"  helps  her  teani  to 
choose  appropriate  supports. 
The  work.sheet  includes  a  list 
of  daily  acti\ities.  Some 
activities  require  no  special 
adaptations;  othei-s  recjuire 
adapted  materials  and/or 
assistimce  from  peers,  the 
teachers,  a  therapist  or  an 
aide. 


•  Personnel:  Many  people  con- 
tribute to  Angela's  success.  The 

'<  school's  pnncipai  is  very  support- 
2  ive  of  inclusive  education.  His 
"  leadership  sets  the  tone  for  the 
school. 

The  classivom  teacher  is  Angela's 
most  importaiU  support.  Angela  is 
placed  in  a  relatively  small  class.  She 
has  a  full-time  aide,  but  the  aide  is 
available  to  any  child  in  the  class. 

In  addition,  Angela  has  a  resource 
mom  teacher  anA  occupational, 
physical  aiid  speech  therapists.  Her 
therapists  do  both  in-class  and  pull- 
out  activities  with  Angela  For  exam- 
ple, one  of  Angela's  goals  is  to  be 
able  to  speak  in  public.  Her  speech 
therapist  taught  Angela's  class  about 
public  speaking  and  had  each  of 
them  do  an  assigrunent  The  resource 
room  teacher  works  in  the  regular 
classroom  on  specific  curriculai" 
goals  that  have  been  tailored  to 
Angela's  needs. 

•  Environment:  Angela's  classroom 
is  set  up  to  help  meet  her  needs.  For 
example,  her  teacher  chose  a  "U- 
shaped"  seating  arrangement  for  the 
classroom.  This  ensures  that  Angela 
will  always  have  a  peer  supporter  on 
either  side. 

•  Curriculum:  An;  ^la  spent  her  sec- 
ond-gi-ade  year  in  a  classroom  with  a 

Classroom  Activity  Analysis  Worksheet 
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Positive  student  Profile 

This  form  is  to  be  filled  out  by  the 
parent  to  provide  a  "snapshot"  of 
your  child  which  should  be 
reflected  in  his/her  lEP. 


I.  Who  is. 


_?  (Describe  yuur 


child,  including  information  such 
as  place  in  family,  personality, 
likes  and  dislikes.) 

2.  What  are  's  strengths? 

(Highlight  all  areas  in  which  your 
child  does  well,  including  educa- 
tional and  social  environments.) 

3.  What  are  's  successes? 

(List  all  successes,  no  matter  how 
small.) 

4.  What  are  's  greatest 

chal  enges?  (List  the  areas  in 
which  your  child  has  the  greatest 
difficulties.) 

5.  What  supports  are  needed  for 

 ?  (List  supports  that  will 

help  your  child  achieve  his/her 
potential.) 

6.  What  are  our  dreams  for 

 ?  (Describe  your  vision 

for  your  child's  future,  including 
both  short-term  and  long-term 
goals.) 

7.  Other  helpful  information.  (List 
any  pertinent  information,  includ- 
ing health  care  needs,  that  has  not 
been  detailed  elsewhere  on  the 
form.) 

Adapted  from.  Collaborative  Teams  for  Students  wth 
Severe  Disabilities:  Integrating  Therapy  and  Educa- 
tional Services.  Beverly  Rainlorth.  Ph.D..  P.I.  Jennifer 
York.  Ph  D..  PT .  Cathy  Macdonald.  M.A..  C.C.C./S  L.P 


teacher  who  uses  many  hands-on  and 
cooperative  learning  activities.  Coop- 
erative activities  provided  Angela 
opportunities  to  communicate  with 
peere,  group  acceptance  and  a 
chance  to  participate  in  tlie  same 
activities  as  the  rest  of  the  students. 

•  Evaluation:  The  quarterly  meet- 
ings give  Angela's  team  an  opportu- 
nity to  monitor  her  progress.  Mrs. 
Brown  provides  the  team  with  a  nai-- 
rativo  report  card  evaluating  Angela's 
progress  towiird  her  IKP  goiils 
ijistead  of  a  more  traditiontil,  gi-ade- 
oriontcd  .stuilent  tissossnient. 

•  Peer  Supports:  At  the  beginning 
of  the  school  year.  Angela's  teacher 
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THE  NATIONAL  HEAD  INJURY  FOUNDATION 

13th  Annual  National  Symposium 

Novemkr6-9, 1994 

Chicago  Marriott  Dowitomi,  Chicago,  Illinois 
SYMPOSIUM  HIGHLIGHTS 


•  A  Gala  Tribute  Banquet  for  Sarah  &  Jim  Brady 

hosted  by  Helen  Thomas,  Seiiujr  W'fiitc  Huiae  Ctme%\)undeni 

•  Eleven  full  and  half-day  Pre-Symposium  Courses 

•Ovf'r  55  Sessions,  including  Plenary  &  Sub-Plenary  Presentations 

•  Multiple  Workshops,  Symposia,  Platforms  &  Poster  Presentations 

•  Art  for  Creative  Healii.g — A  Visual  Art  Exhibition 

•  Opening  Plenary  Session  featuring  Ben  Vereen,  Acior,  V'uai/ist  &  Tuny  Award  Ktvi/jient 

•  Keynote  Address  presented  by  Gerben  Dejong,  PhD, 
Director  of  Nmiuml  Rehabilitation  Research  OiKcr 

•  Annual  Awards  Luncheon  hosted  bv  Mike  Wallace,  official  slnike^jicrson  from  NASCAR 

•  The  Sheldon  Ik'rrul,  MD  Lectureship  by  George  Prigatano,  PhD,  C/irimium. 
Neuropsycholof^  Clinical  and  Research  Director,  NcuroLinical  Rehahililatinn 
Barruu-  Neurological  Institute 

•The  Second  Annual  Paul  Spanbock  Faiiuly  Lecture,  (eatiiriiii; 
Muriel  Lezak,  PhD,  As.Micuitt.'  I'rofessor.  Uref^on  I  lealih  .Scic'iu  c'  I  'iii;v!miv 

•  Exhibit  Program  featuring  ten  hours  of  exhibit  tune 

•  CEU  credits  &.  syllabus  available 


For  more  information  write  or  call: 

NHIF  SYMPOSIUM  SECRETARIAT  ^' 

1 150S.  Washington  St.,  Suite  210.  Alex;!ndri.i,  VA  •:2il4,  I'iu.m-:  70 m,  1  A\  70i/(..M  MOT 
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Where  kids  can  be  kids! 

Prescribed  daycare  facility 
for  medically  complex  children 
Ages  3  months  -  7  years 

•  Skilled  Nursing  Care  •  Therapy  Services 

•  Educational  Development        •  Infusion  Therapy 

•  Interaction  with  other  children  in  a 
developmentally  stimulating  environment 
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Centers  nationally  located.  For  information  call 
(609)  354-9106 
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talked  with  the  class  about  her 
expectations  regarding  their  attitudes 
and  behavior  toward  Angela 

Initially,  some  children  weie  hesi- 
tant to  approach  Angela  Mis.  i3rown 
did  not  discipline  them  for  feeling 
this  way.  A  positive  class  environ- 
ment allowed  Angela  to  develop 
friendships. 

SpeciaSized  Assistance 

Supports  should  be  flexible;  they 
should  come  and  go  as  needed.  If  the 
team  determines  that  specialized 
assistance  is  needed,  look  first 
within  the  school  district  for  the 
added  expertise.  Avoid  "quick 
fixes" — rather  than  flying  an 
expert  in  for  the  day,  seek  an  on- 
going relationship  with  consul- 
tants. A  consultant  from  the 
University-Affiliated  Program  of 
New  Jersey  worked  with  Angela's 
school  district  to  help  establish 
Angela's  "circle  of  friends." 

Angela's  Circle  of  Friends 

A  "circle  of  friends"  can  help  a  stu- 
dent to  become  included.  Angela's 


circle  first  met  in  June  1994.  Thirty 
people  came  to  the  meeting — 
Angela's  family,  several  child  and 
adult  friends,  her  Brownie  leader, 
neig'  .oors  and  the  school  principal 
and  other  educational  professionals. 

Individuals  in  Angela's  innermost 
circle  include  her  immediate  family 
and  closest  friends — ^people  who  love 


Chil<kenof 
Angela's  age 


I  Al  other 
'children 


Adults 


her  deeply  and  on  whom  she  can 
depend  the  most.  In  t'ae  next  circle 
are  people  who  reaJIy  like  Angela  and 
want  to  offer  her  support — many  are 
Angela's  peers.  The  third  circle 
includes  neighbors,  coaches,  Angela's 
Brownie  troop  and  her  troop 
leader — people  Angela  knows  and 
likes  to  do  things  with.  The  outer  cir- 
cle are  people  who  are  paid  to  be 
with  Angela— the  many  professionals 
in  her  life.  Of  course,  many  of  these 
people  also  have  strong  emotional 
ties  to  her. 

Many  people  with  disabilities 
would  have  very  few  people  to 
include  in  the  second  and  third 
circles.  Angela's  inclusion  in 
school  and  the  community — as 
well  as  her  outgoing  personal- 
ity— are  reasons  why  hei  circle 
of  support  is  so  full. 
The  first  meeting  of  Angela's  cir- 
cle began  with  her  parents  giving  a 
brief  history  of  her  life.  Members 
shared  their  dreams  and  fears  for 
Angela  Then,  each  member  of  the 
circle  shared  his  or  her  perception  of 
cotUiiiued  on  page 


Switch  on  the  Fun 


1-800-576-6661 

Providing  Independence  Through  Technology 
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le  Scanning  2-XLtm  Talking 
L'  Robot.  Innovative,  interactive, 
educational — and  fun.  Most  impor- 
tantly it  is  accessible  using  a  single 
switch  through  scanning.  Developed 
with  the  exceptional  child  in  mind,  it's 
the  perfect  playmate  for  learning  and 
entertainment.  The  2- XL  tells  stories 
and  jokes,  plays  your  child's  favorite 
audio  cassettes,  asks  questions  and 
waits  patiently  for  your  child  to  scan 
and  select  the  correct  answer.  A  great 
gift  for  the  holiday  season.  Order 
soon,  as  quantities  are  limited.  Call  or 
fax  InvoTek  today  for  a  free  catalog 
and  pricing. 

InvoTek 

CORPORATION 

700  W.  20lh  SI. 
Engineering  Research  Center 
Fayelloville,  AR  72701 

(fax)  501-575-7446 
XL  iM  IS  n  rogislered  Irudemark  ol  Tiger  Eleclionics 
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SIBSHOPS:  Woiiishops  for  Siblii«s 
of  Children  with  Special  Needs 


by  Donald  J.  Meyer 


XTThettever  I  meet  with  parents,  sibling  relation- 
W  ships  are  one  of  the  first  topics  that  com''  up  for 
discussion.  Parents  ahoays  tell  me  hotv  helpful  it 
would  be  for  the  sisteis  and  brothers  of  children  with 
disabilities  to  meet  with  other  children  f mm  similar 
families. 

I  always  agree.  In  the  necct  breath,  I  tell  them 
about  Don  Meyer,  the  creator  of  "Sibshops,"  and  the 
wondeyful  work  lie  has  done  in  bringing  tliese  chil- 
dren together.  I  always  urge  parents  to  contact  this 
dedicated  and  talented  man  to  find  out  how  they  can 
do  Sibshops  i?i  their  oton  communities. 

Finally,  Don  Meyer  has  put  his  vast  expe- 
rience  into  a  fine  book  that  will  be  useful 
to  everyone  wlw  cares  about  the  needs  of 
the  whole  family.  We  are  delighted  to  col- 
laborate ivith  the  Paul  H.  Brookes 
Publishing  Company  to  bring  our  readers 
a  series  of  e.rceipts  from  this  book. 
SiH.sHOi'.s  is  available  thivugh  ExcKiTiawAL 
Parest  Ijm\RY,  (800)  535-1910.  S.D.K. 


.^'W>rkshopsfor''  0 
}p.  Siblings  of  Childrar;;J 
wiih  S|wcial  Needs  - 

"  "  "  y 


ERIC 


For  the  adults  who  plan  them  and  the  agencies  that 
sponsor  them,  Sibshops  are  best  described  as 
opportunities  for  brothers  and  sisters  of  children 
with  special  health  and  developmental  needs  to 
obtain  peer  support  and  education  within  a  recreational 
context.  They  often  reflect  an  agency's  commitment  to 
the  well-being  of  the  family  member  most  likely  to  have 
the  longest-lasting  relationship  with  the  person  with  spe- 
cial needs. 

However,  for  the  young  people  who  attend  them  and 
the  energetic  people  who  run  them,  Sibshops  are  best 
described  as  events.  Sibshops  are  lively,  pedal-to-the- 
medal  celebrations  of  the  many  contributions  made  by 
brothers  and  sisters  of  kids  with  special  needs.  Sibshops 
acknowledge  that  being  the  brother  or  sister  of  a  pei-son 
with  special  needs  is  for  some  a  good  thing,  for  othei-s  a 
not -so-good  thing,  and  for  many  soniowhero  in  between. 
They  reflect  a  belief  that  brothers  and  sisters  have  much 
to  offer  one  another — if  they  are  given  a  chance.  Tl\e 
Sibshop  model  intersperses  information  and  tiiscussion 
activities  with  new  games  (designed  to  be  unique,  offbeat, 
and  appealing  to  a  wide  ability  riuige),  cooking  activities, 
and  special  guests  who  may  teach  i)ai1icipants  mime, 
how  to  juggle  or,  in  the  i-ase  of  one  guest  ailist  who  has 
cerebral  palsy,  how  to  ptiint  by  holding  a  toothbnish  in 
your  month.  Sibshops  iu-e  as  fun  iu\d  rewarding  for  the 
people  who  host  them  as  they  aiv  for  the  participants... 

Sibshops  are  not  therapy,  group  or  otherwise,  although 
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their  effect  may  be  therapeutic  for  some  children. 
Sibshops  acknowledge  tliat  most  brothers  and  sisters  of 
people  with  special  needs,  like  their  parents,  are  doing 
well,  despite  the  challenges  of  an  illness  or  disability. 
Consequently,  while  Sibshop  facilitators  always  keep  an 
eye  open  for  participants  who  may  need  additional  ser- 
vices, the  Sibshop  model  takes  a  wellness  approach.. . 
Who  Attends  Sibshops? 

Originally  developed  for  8-  to  13-  year-old  siblings  of 
children  with  developmental  disabilities,  the  Sibshop 
model  is  easily  adapted  for  slightly  younger  and  older 
children.  It  has  been  adapted  for  brothers  and  sisters  of 
children  with  other  special  needs,  including  cancer, 
hearing  impairments,  epilepsy,  emotional  disturbances, 
and  HIV-positive  status.  Sibshops  have  also  been  adapt- 
ed for  use  with  children  who  have  experienced  the 
death  of  a  family  member... 
Who  Sponsors  Sibshops? 

Any  agency  serving  families  of  children  with  special 
needs  can  sponsor  a  Sibshop,  provided  it  can  offer 
financial  support,  properly  staff  the  program,  and  attract 
sufficient  numbers  of  participants.  However,  we  strongly 
recommend  that  agencies  work  together  to  cosponsor  a 
local  Sibshop. . . 
Who  Runs  Sibshops? 

We  believe  Sibshops  are  best  facilitated  by  a  team  of 
service  providers  (such  as  social  workers,  special  edu- 


cation teachers  and  professors,  psychologists,  and  nurs- 
es) and  adult  siblings  of  people  with  special  needs.  At 
the  very  least,  the  team  of  facilitators  will  need  to:  be 
knowledgeable  of  the  disability  or  illness  represented, 
possess  a  sense  of  humor  and  play,  ei\ioy  I'.ie  company 
of  children,  and  respect  the  young  participants'  exper- 
tise on  the  topic  of  life  with  a  brother  or  sister  with  spe- 
cial needs... 
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Helping  Children  Shape 
Their  Lives 

Our  caring  staff  is  committed  to  tielping 
ctiildren  shape  their  lives  through  personal 
choice  and  a  solid  foundation  of  learning. 

Specialized  education  and  therapy  programs 
are  tailored  to  meet  your  child's  needs. 

Working  together,  we  can  help  them  reach 
their  goals. 

.  .  .  Right  From  The  Start 

Elwyn  Inc.  day  and  residential  programs,  include: 

■  early  intervention 

■  pre-school  for  disabled  and  non-disabled 
children  together 

■  elementary  and  secondary  education 

■  post-graduation  transitional  sen/ices 

■  vocational  training  and  placement 

■  award-winning  therapeutic  recreation  facilities 

■  24-hour  health  care  services 

■  modem,  home-like  residential  settings 


Elwyn,  carirgj'or  over  10,000  children  and  adults  with 
varying  d::zoilities,  has  locations  throughout  Pennsylvania, 
New  Jersey,  Delaware,  California,  and  Jerusalem. 


^  ELWYN  INC.  ♦  Admissions  Omcc 

.111  Elwyn  Road  •  Klwyn,  PA  19063-4699 
■J  (610)  891-2256  (PA)  *  (800)  345-8111  (outside  PA) 
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What  Is  The  Optimal  Number  of  Participants  For 
A  Sibshop? 

Sibshops  have  been  held  for  as  few  as  5  children  and  as 
many  as  45.  Around  a  dozen  children,  with  at  least  two 
facilitators,  is  a  comfortable  number. . . 
When  Are  Sibshops  Offered? 
Usually  Sibshops  are  offered  on  Saturdays,  often  from 
10  a.m.  until  2  p.m.  This  allows  ample  time  for  games, 
discussion  and  information  activities,  and  making  and 
eating  lunch.  Of  course,  Saturdays  from  10:00  to  2:00 
will  not  be  ideal  for  all  families  or  communiti'?s. . . 
How  Often  Are  Sibshops  Held? 
Depending  on  the  needs  and  resources  of  the  communi- 
ty, Sibshops  may  be  offered  as  frequently  as  weekly  (as 
with  a  one-and-a-half-hour  after-school  program)  or  as 
infrequently  as  yearly  (as  with  an  all-day  Sibshop  that  is 
a  part  of  an  annual  conference  for  families  from  sround 
the  state  or  nation).  Generally,  Sibshops  are  presented 
monthly  or  bimonthly. . . 
What  are  the  goals  of  the  Sibshop  model? 

Goal  1:  Sibshops  will 
provide  bmViei-s  and 
sisters  of  children 
with  special  needs  an 
opportunity  to  meet 
otfier  sibliyigs  in  a 
relaxed,  recreational 
.'jetting. 

The  chance  to  meet 
other  brothers  and  sis- 
ters in  a  casual  atmos- 
phere and  join  them  in 
recreational  activities  has  several  benefits  for  partici- 
pants. First,  it  can  help  reduce  a  sibling's  sense  of 
isolation... 

Second,  llio  casual  atmosphere  and  recreational  activ- 
ities prriTv:;r-  !!.'"ormal  sharing  and  friendships  among 
participants.  Frieniships  begun  during  Sibshops  and 
continued  outside  the  program  offer  siblings  ongoing 
sources  of  support. 

Third,  the  recreational  aspect  of  the  Sibshops  makes 
them  er\joyable  to  attend.  If  children  perceive  the 
Sibshop  as  yet  another  thing  that  they  have  to  do 
because  of  their  sibling,  they  may  find  it  hard  to  be 
receptive  to  the  information  and  discussion  presented  in 
the  workshop... 

Goal  2:  Sibshops  will  pyvvide  brothers  and  si.sters  with 
opportvnities  to  discuss  common  joys  and  conccnu 
with  other  siblings  of  children  with  special  tieeds. 

At  Sibshops,  participants  share  stories,  experiences, 
anil  knowing  laughs  with  peers  who  tmly  understand 
the  ups  and  downs  of  life  with  a  sibling  who  has  special 
needs.  This  opportunity  allows  participants  to  leani  that 
they  are  not  alone  with  their  experiences  and  their 
otton-ambivaient  feelings. 

Goal  3:  Sibshops  will  pronide  brothers  and  si.^ters 
with  an  opjmrtunity  to  learn  how  others  handle  sitna- 
tions  connnonly  e.vperienced  by  siblings  of  children 
with  special  «m/.s. 
Bio^'iers  and  sistei-s  of  children  with  special  health 
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and  developmental  needs  routinely  face  situations  that 
are  not  experienced  by  other  children.  Defending  a 
brother  or  sister  from  name-calling,  responding  to  ques- 
tions from  friends  or  strangers,  and  resenting  the  time 
and  attention  required  by  the  sibling  with  special  needs 
are  only  a  few  of  the  problems  siblings  may  experience. 
At  a  Sibshop,  participants  leani  how  others  handle 
difficult  situations.  This  experience  can  offer  a  sibling  a 
broad  anay  of  solutions  from  which  to  choose.. . 
Goal  4:  Sibshops  icill  provide  siblings  ivith  an  oppor- 
tunity to  learn  more  about  the  implications  of  their 
brothers'  and  sisters'  special  needs. 

...Brothers  and  sisters  have  a  need  for  information  to 
answer  their  own  questions  about  their  sib''ngs'  special 
needs  as  well  as  the  questions  posed  by  friends,  class- 
mates, and  strangers. . . 

Goal  5:  Sibshops  ?(•///  provide  parents  and  other  pro- 
fessionals uith  opportunities  to  learn  more  about  the 
concerns  and  opportunities  frequently  experienced  by 
brothers  and  sisters  of  people  n'i'h  special  needs. 

Because  they  may  be  unaware  of  the  wide  range  of 
sibling  concerns,  some  Sibshop  activities  attempt  to 
help  parents  and  service  providers  better  understand 
"life  as  a  sib."  One  activity  allows  parents  and  profes- 
sionals to  meet  with  a  panel  of  young  adult  and  adult 
siblings  to  learn  about  the  special  joys  and  challenges 
of  growing  up  with  a  special  brother  or  sister.  Pai  ents 
learn  about  what  the  panelists  appreciated  in  their  par- 
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A  Quality  Life  Experience 
For  Persons  with  Down  Syndrome 
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In  this  picturesque  colonial  village,  located  in  scenic 
central  New  York  State,  life  is  full  of  wholesome 
activities  and  rewarding  opportunities.  Residents  with 
Down  Syndrome  experience  the  joy  and  personal 
satisfaction  of  learninn,  worl;ing,  and  participating  in 
a  vital,  dynamic  community.  Our  year-round,  co-ed 
prcqram  includes  education,  recreation,  and 
employment  opportunities  plus  the  chance  to  live  life 
to  the  fullest.  Call  us  today. 

R.R.  #1,  Box  32- A,  Edmeston,  NY  13335 
Telephone   (607)  965-8377 


ents'  treatment  of  the  children  in  tlieir  family,  and  also 
what  they  wish  their  parents  had  done  differently... 

Donald  J.  Meyer  is  the  director  of  the  Sibling  Support 
Pivject     Children's  Hospital  and  Medical  Center  in 
Seattle.  Funded  by  the  U.S.  Department  of  Education, 
Special  Projects,  the  Sibling  Support  Pivject  seeks  to 
increase  the  number- of  peer  support  and  education 
opjMrtunities  for  brotliers  and  sisters  of  children  with 
special  needs  through  training,  devionstratioti  and 
technical  assistance. 

Don  ivas  a  founder  of  the  Supporting  Extended 
Family  Members  program  ivhich  pioneered  services 
for  fathers,  siblings  and  grandparents  of  children 
ivith  special  needs.  During  the  past  14  years,  he  has 
written  cutricula,  chapteis,  articles  and  a  book  for 
children.  He  has  also  made  many 
presentations  to  parent  aiid  ptvfes- 
sional  audiences  thwughout  tlie  U.S. 
and  Canada. 

Sibshops:  Workshops  tor  Sibusgs  of 
Childres  with  Spf:ci.\L  Needs  details 
the  pmgram  that  icon  the  1992 
.,ational  Aum-d  for  Innovation  from 
the  Association  for  the  Care  of 
Children's  Health. 

Don  is  the  younger  bwtlier  of  two  siblings  ivho  have 
epilepsy.  He  is  matried  and  the  father  of  four  children. 


FREE  SAMPLES 


Save  up  to  60%  on  Disposable  Diapers 
And  We  Will  Deliver  Right  to  Your  Door 


To  order,  call  toll-free 

1-800-777-1111 

^4  Hour  Service 
Ask  about  our  complete  catalog  including  Depend, 
Attends.  At  Ease,  Comfort  Dry,  Ultra  Shield.  Dri  Pride. 
Promise  and  No-Rinse  Products 

Woodbury  Products,  Inc. 

4410  Austin  Boulevard  -  Dept.  250 
Island  Park,  New  York  1 1558 
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Halloween  Magic 

Making  a  wheelchair  part  of  a  Halloween  costume 

by  Juanita  Stotts 


Do  you  feel  like  your  child  is  lost  in  iiis  Halloween 
costume  when  you  put  him  in  his  wheelchair?  Why 
not  make  the  wheelchair  a  part  of  the  costume? 
Costume  ideas  for  your  child  and  his  wheelchair 
are  endless.  Let  your  child  decide  what  he  would  like  to 
be  for  Halloween,  then  expand  on  that  idea  for  the  chf  ir. 
For  example,  a  policeman  can  sit  in  a  policeman  car,  a 
fireman  can  drive  a  fire  engine  or  a  flower  can  grow  out 
of  a  pot. 

These  directions  are  for  a  jack-in-the-box  v/heelchair 
costume,  but  the  same  basic  steps  can  be  used  to  create 
many  different  costumes.  It's  a  fun  project  you  can  work 
on  with  your  child  in  whatever  way  he  can  participate. 
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Jack-in-the-Box  Supplies: 

One  Ifirge  box:  The  size  cf  the  box  depends  on  the 
wheelchair.  The  box  must  be  big  enough  to  slide  onto 
the  wheelchair  easily,  and  must  fit  over  annrests  and  the 
tray.  It  must  clear  the  ground  by  at  leiist  two  inches. 
Fabric:  You  will  need  enough  striped  fabric  to  cover 
three  sides  of  tlic  box  iuid  pail  of  the  top.  You  will  need 
eno^ugh  solid-colored  felt  to  cover  the  top  of  tlio  box  and 
create  decorative  borders  and  lettering. 
Drrorntiotis:  .sequins,  rickrack. 
Other:  glue,  adhe.sive-backed  Vflcro. 
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Directions: 

1 .  Cut  the  box:  Begin  by  cutting  the  flaps  off  one  end  of 
the  box.  This  will  be  the  bottom.  Next,  cut  off  one  side  of 
the  box  for  the  back  opening.  Cut  this  piece  in  half  and  set 
it  aside  to  use  as  the  jack-in-the-box  lid.  With  the  flap  side 
up,  place  the  box  over  the  wheelchair  tray  or  armrests. 
Fold  down  the  three  flaps  for  the  top  and  glue  together 
securely.  Make  any  necessary  cutouts  for  wheels,  brakes  or 
table  top. 

Lid  front  and  back 


\ 

Rickrack  


^Felt 
Striped  fabric 


Sequins 


Box  front  and  sides 


Border  and  letters 


1.  Cut  the  striped  fabric  so  it  covere  the  three  sides  of  the 
box  and  overlaps  six  inches  on  top.  First,  glue  the  fabric  to 
the  sides  of  the  box.  Next,  fold  down  the  top  two  sides  and 
glue.  Finally,  fold  the  front  flap  down  and  glue. 

3.  Cut  a  square  piece  of  felt  slightly  larger  than  the  area 
remaining  to  be  covered  on  the  top  of  the  box.  Glue  into 
place. 

4.  Take  the  piece  of  cardboard  that  you  have  set  aside  to 
use  as  the  jack-in-the-box  lid.  Cover  it  on  both  sides  with 
striped  fabric  and  glue. 

5.  Cut  a  scalloped  border  from  felt  for  the  top  and  bottom 
edges  of  the  box.  Glue  into  place. 

6.  Use  stencils  to  trace  letters  on  felt.  Cut  the  letters  out, 
position  them  on  the  box  and  glue  into  place. 

7.  Add  finishing  touches:  Glue  rickrack  around  the  lid,  the 
stjuare  of  felt  on  tlie  box  top  and  the  top  edge  of  the  box. 
Glue  sequins  onto  the  felt  boniei-s.  Attach  the  lid  to  the 
back  of  the  chair  using  Velcro. 
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hHJC 


Exceptional 
Needs . . . 
Exceptional 
Outcomes 

Cj^rotched  Mountain  Foundation  is 
proud  to  announce  its  capacity  to 
facilitate  community-based  housing 
and  aftercare  for  students  returning 
from  residential  settings  to  cities  and 
towns  in  New  York,  Maine,  and 
New  Hampshire. 

Crotched  Mountain  can  provide 
your  child  with  state-of-the-art 
educations!  and  rehabilitation  ser\'ices 
in  a  preparatory'  school  setting,  followed 
by  a  guided  return  to  your  community 
housing,  educational,  and  lifelong 
planning  resources. 

For  more  information  on  these 
services  or  those  of  our  subsidiaries, 
please  contact  our  Admissions 
Officer,  Debra  Flanders  at 
(603)  547-3311,  ext.  235. 

CROTCHED  MOUNTAIN 


A  subsidiary  of  the  Cwlcbed  Mouniaiu  fhumlaiioii 
1  Vi;r\i?i  Drivi:. 0ri:i-niu-i.1),  M  1  (i^or.  (60.^)  Si"iM I 


A  community  of  alternatives  for  children, 
adolescents  and  a  iults  who  may  be  physically, 
mentally,  or  medically  challenged. 


M 


M 
A 
R 
K 


Approved  Private  School 
(Extended  School  Year) 

Summer  Activity  Program 

Adult  Vocational  and  Day 
Programs 

Physical  and  Speech  Therapies 
Occupational  Therapy 
Aquatic  Therapy 
Therapeutic  Horsemanship 
24-Hour  Nursing 
Personal  Care  Homes 
Residential  Cottages 
Respite  Care 

Center  For  Independent  Living 


Home  of  "The  Country  Garden  Guild" 
and  "The  Joybells" 

Wayland  Road,  Berwyn,  PA  1 93 1 2 
Phone  (610)  353-1726 
Fax  (610)  353-8528 
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The  same  basic  steps  that  go  into  the  jack-in-the-box  cos- 
tume can  be  used  to  create  many  dijferent  costumes.  In 
this  photo,  Benjamin  Slotts  and  his  wlieelchair  become  a 
fireman  and  his  tmck.  The  family's  Daimatian,  Razzy, 
adds  a  touch  of  authenticity. 


Dress  your  child  up  in  a  clown  costume  which  coordi- 
nates with  the  striped  colors  of  the  fabric  on  the  box.  He 
will  be  very  proud  of  his  costume,  and  he  surely  will  get 
noticed.  My  son,  Beiyamin,  did! 

Juanita  Stotts  lives  in  Mesa,  Arizona  with  her  hus- 
band, Joe,  and  children,  Benjamin,  5,  and  Rachel,  4. 
Juanita  studies  writing,  and  Joe  is  a  general  contrac- 
tor. Benja7nin  has  static  encephalopathy  and  attends  a 
special  education  class  at  Franklin  Elementai'y  School 
in  Mesa. 


Many  models  to  choose  from! 


Call  Now 

1-800-654-9664 

(.XIkt  hiHjr^  8:^0  am  ■  5.00  pin  Mtin.-hn.  Ccniml  StanJjrJ  Time 


Ai.L  NOW  1  OR  A  I  lU;i:  \\mi6  INi  OHM ATION  KIT. 
DON  ']  1.0K(;i;  i  I  C)  ASK  AI50L  I  I  IIK  NIAV  . 

!:akx;a-i5iki;  prcm.ram. 


You  can  get  your 
therapeutic  cycle  for  FREE! 

Rock  N'  Roll  Cycles 

P.O.  Box  1558  •  LeveUand,  Texas  79336 
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DearTimmy... 

by  Wayne  Stauffer 


I have  learned  so  much  from  you  that  I  should  be 
learning  from  your  brothers  who  do  not  have 
disabilities. 
\      Forgiveness.  Patience.  Love.  Kindness. 
I      And  I  am  not  finished  with  my  education;  I  learn  some- 
i  thing  new  from  you  every  day. 

i      I  learn  I  am  not  the  center  of  the  imiverse.  Tlie  evening 
i  news  will  still  be  as  depressing  even  if  I  don't  see  it 
!  because  I'm  helping  you  eat,  do  your  homework  or  oi-ga- 
}  nize  one  of  your  collections.  Books  will  wait  to  be  read; 
i  my  students'  papers  will  wait  to  be  graded.  This  article 
j  will  take  longer  to  write  because  I  took  a  few  seconds  to 
I  turn  on  a  light  you  can't  reach.  I  can  be  selfish  about  my 
I  time  and  about  the  things  I  want  to  do,  but  I  will  always 
;  have  "Dad  time"  for  you. 

I      I  improve  my  problem-solving  skills  by  figuring  out 

how  to  get  you  into  the  rides  at  AstroWorld,  the  bleach- 
I  ers  at  tlie  Dome  or  the  seats  at  the  movie  theater  I  no 
1  longer  take  aisle-width  for  granted  as  I  did  before 
i  you  came  into  my  life.  I  now  can  judge 
i  wheelchair-width  pretty  well. 
;  And  I'm  working  on  the  job 
i  possibilities  that  will  be  avail- 
!  able  to  you  in  less  than  10 
i  years. 

I  take  more  time  to 
I  examine  the  importa  U 
;  things — like  toads,  blos- 
i  soms  and  rabbits  in  the  tall 
'  grass — because  I'm  looking 
:  for  things  to  point  out  to 
!  you. 

;  I  learn  not  to  take  myself 
so  seriously.  Your  slapstick 
sense  of  humor  helps  me  see 


Wayne  Sla>{ffer    a  technical 
wrilcr,  junior  high  English 
teacher  and  connnnnity  college 
instmctorniio  tires  in  Hoiifitnn, 
Te,ras  with  his  wife  Debbie,  twin 
sons,  Andrcn'  and  llmniy,  and 
their  younger  bwther,  Mark.  He  is 
looking  for  a  publi.shcrfor 
.sereral  short  stories  he 
has  written  for  ehil- 


that  it  is  funny  when  I  dance  in  pain  after  dropping  a 
box  on  my  foot  or  shake  my  hand  after  hitting  it  witli 
a  hammer 

I  learn  that  the  little  things  in  life  are  important — a  give- 
away pen  from  a  convention,  a  toy  from  a  fast-food  kid's 
meal,  a  two-minute  call  home,  a  trip  to  the  comer  to  gas 
up  the  car  or  to  the  hardware  store  to  get  the  right  plumb- 
ing joint. 

I  learn  that  it's  not  the  amount  of  time  I  spend  with  my 
children  that  counts — it's  the  timing.  Being  there  at  the 
right  time — Timmy,  you  remind  me  of  this  every  day.  The 
day  you  went  into  surgery  to  have  nine  silver  caps  put  on 
your  teeth,  I  got  stuck  in  the  rain.  By  the  time  I  finally  got 
there,  you  were  out  of  the  operating  room  and  slowly 

recovering  from  the  anesthesia  You  were  fine,  but 
I  missed  being  there  for  you  before  you  went  in. 
I  was  working  Uie  day  you  walked  for  the  first 
time.  The  surgery  a  few  days  earlier  had 
gone  as  planned,  and  you  were  able  to 
walk  with  a  walker  sooner  than 
expected.  If  the  therapists  had  not 
videotaped  it,  I  would  have  been 
unable  to  share  in  your  triumph. 

But  I  was  there  to  help  soothe 
your  dignity  the  day  you  fell  face- 
first  in  the  playgiound's  sand  pit. 
You  were  doing  so  well  walking  in 
the  sand  with  your  walker  Then, 
the  front  got  stuck  and  you  went 
down  before  I  could  catch  you.  All 
I  could  do  \v£is  help  you  get  up, 
clean  off  the  sand  and  be  there 
to  share  your  embarrassment. 
You  remind  me  every  day 
that  although  your  cerebral 
palsy  affects  who  you  aiv,  it 
does  not  define  who  you 
are.  There  is  much  more 
to  Timmy  Stauffer  than 
the  cerebral  palsy  that 
keeps  him  from 
standing  without  a 
walker  and  causes 
him  to  lose  his 
balance  in  a 
chair  without 
armrests. 
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r^^^^/^^r  We  Wai  Reach 
Our  Journeys  End — 

A  BetterWorld for  Children  with  Disabilities 

For  more  than  75  years  Civitans  have  enjoyed  working 
together  to  help  people  in  their  communities. 

pvitans  worldwide  share  your  hope  for  a  bright 
today,  and  a  brighter  tomorrow.  It  is  that  hope 
which  built  the  Civitan  International  Research  Center 
for  developmental  disabilities,  and  it  is  that  hope 
which  lights  our  path. 

Join  us.  Together  we  will  reach  our  journey's  end. 


Htiiltlin^  ii  Hrllrr  W'orU  Si  fur 


iKcnu-iu.  I'li-.is^-  scikI  miiik  iitlitini.iiiiin  jhniii  (  Imum 


□ I  'in  tn[t-roMt-d  in  ^(iiiiiiuiiniv  iir 
MTMtv  ^Uibs  III  inv  v'diiiiiuinitv 

□ I  W.II1I  ti)  Mi(i[>on  lilt  icHMrtli  uniiiT\%J\  -n  ihc  i  iMl.in  lnu-in.iiiiiii.il  rti-sv.iith  (  cnu-i  tin 
JlAi-|lip|||Clll.ll  Jls.|[l|||IK's    I'Umh'  SL-tul  II1IIII-  ltlloll1l.lllltll. 

Nome  .   _ 

Adarew  ,„   

Cilv'Sioie'Z.D    

Te!eDfX)no  '•JumDP'      I  ) 

CIVIIANINIERNAIIONAL.  PO  BOX  130220.  BIRMINGHAM.  AL  35213.  (800)  CIVITAN 
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Providing  Quality  Services  for  Children  and  Adults 
with  Autism  and  Related  Developmental  Disabilities 


0~F     BO  s  r  O  N 


Day 

Early  Interveni.on   Aqp  ?? 


Residential 

Ages  6-22 


Farmstead 

Aoe  18  •  AduShood 


Twelve. Month  Day  Educational  Programming 
Speciali26cJ  Community  Residences 
Early  Intervention  and  Home  Training 
Community  Based  Supportive  Employment  and  Vocational  Training 
Alter- Scliool  Recreational  Programs 
Friendship  Farm^  Adult  Form  Living  in  the  Heart  ol  Cranberry  Country 


League  School  of  Boston,  Inc. 

225  Nov.ida  Slrool 
Nnv/tunville.  MA  021G0 
(6171964  3260 

Hi'rnian  T  Fis^ibpin 
f  "ccutivo  D  rcclor 


Acc'iOMIon  M,,v'.,i.  I  u- 1 1: ,  D.i-  C  I  d...  ,1' Oi.  On  i,:' (. '  J'l"  (.';.i>t..il 
Sorv<-i>5  Pt.!  il'l.f  .1' Hi.' I'd.l'   '  r.'i.:     '  l.'i.'i' II        1'   NV  p...  '  t.l  I  d.K-.l' 01. 
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Your  cerebral  palsy 
does  not  have  to  limit 
you  from  realizing  your 
dreams.  Your  problem 
is  not  really  cerebral 
palsy.  It  is  getting  oth- 
ers—people with  small 
imaginations — to 

expand  their  ideas  about  the  special  qualities  and  unique, 
abilities  that  make  all  people  successful. 

These  are  things  1  should  be  learning  from  your  broth- 
ers, who  don't  have  cerebral  palsy.  But  if  it  weren't  for 
you,  I  don't  think  I'd  be  paying  attention  to  these  lessons. 
Because  your  brothers  can  fend  for  themselves  on  most 
occasions,  I  tend  to  take  them  for  granted  more  than  I 
should. 

Since  I  can't  take  you  for  gi-anted,  I  make  sure  to  listen 
to  you  more  closely,  and  this  reminds  me  to  listen  to  yoiu- 
brothers,  too.  You  help  me  to  be  a  better  dad.  Thanks. 

All  my  love, 
Dad 


Fathers'  Voices  is  a  reg^dar  feature  of  Exceptional 
Parent  magazine.  This  column,  coordinated  by 
James  May,  Project  Director  of  the  Natio^ml  Father's 
Network,  focuses  on  fathers'  expeiiences  rearing 
children  with  special  needs.  Your  contributions  to 
this  column  are  encoumged. 

For  more  infonnation  about  the  Natio7iai  FatJiers' 
Network  (NFN)  or  to  ivceive  their  newslettei;  write 
or  call:  National  Fattiers' Network,  16120  N.E. 
Eighth  Stnet,  Bellevue  WA  98008,  (206)  747-4004  or 
(206)  747-1069  (fax).  I'\inded  by  a  Malei-nal  and 
Child  Health  Bureau  grant,  the  NFN  provides  net- 
uwking  opportunities  for  fathers  legaiding  their 
common  concents;  develops  father  supjmH  and  men- 
toring pivgmms;  and  creates  nmicidum  as  a  means 
of  pmmoting  fathers  as  significant,  nurturing  peo- 
ple in  their  children's  and  families'  lives. 
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Cut  From  the  Same  Bolt  of  Cloth 

Abby's  escapades  help  Sheila's  mother  gain  a  new  perspective 

by  Nancy  Holroyd 


"Abby,  AB-by,  AB-BY!" 

I  chuckle,  not  to  offend  the  woman  calling  to  her  child, 
but  out  of  a  sense  of  relief.  That  mother's  voice  has  that 
exasperated  tone  I  often  hear  in  my  own  voice  when 
Sheila  is  running  off  on  her  own  little  tangent.  There  have 
been  times  when  I  wondered  if  Sheila 
ignores  me  and  does  what  she  wants 
because  she  has  Down  syndrome. 
But  Abby  is  a  "normal"  child. 

By  the  end  of  choir  rehearsal,  it  is 
clear  to  me  that  Abby  and  Sheila 
were  cut  from  the  same  bolt  of 
cloth — even  if  Sheila's  section  of  the 
bolt  had  an  altered  thread  count. 
Since  that  day,  about  three  years  ago, 
I  ha\e  continued  to  watch  Abby  and 
Sheila  develop  and  grow.  To  be  sure,  I 
see  differences,  but  the  similarities 
are  striking. 


Eating  Flour 

One  day.  early  in  the  Christinas  sea- 
son, 1  set  out  to  bake  cookies.  Sheila,  "~ 
who  lo\'es  to  "help,"  joined  me  in  the  kitchen.  Declaring 
loudly,  "I  do  dat,"  she  helped  me  add  ingredients  and  stir 
them  togetlier. 

I  turned  ray  back  on  her  long  enough  to  turn  on  the 
oven.  When  I  turned  around  again,  flour  was  flying.  Sheila 
was  merrily  stuffing  her  fists — both  full  of  flour — into  her 
mouth.  As  I  cleaned  up  the  mess,  I  attributed  Sheila's 
behavior  to  her  Down  syndrome.  What  normal  child 
would  eat  flour? 

That  niglit,  my  husband  and  I  h(>adod  out  to  a  pai1y 
with  the  cookies  Sheila  had  helped  me  make.  It  was  a  fes- 
tive affair,  with  a  tree  waiting  to  be  decorated  by  guests 
and  the  host's  children.  The  altendecs  were  a  congenial 
group  of  folks — fellow  church  members,  Abby's  parents 
among  them. 

Abby's  mother  is  a  gi'cat  .sloi-ytoller,  ;uui  I  .soon  he.^rd 
peals  of  laughter  us  JctUi  regaled  the  group  with  Abby's 
latest  escapade.  I  listened  to  her  stoiy  ;uui  stood  there 
tlumderstnick — "You  mean  Abbij  eats  flour,  too?  Sheila 
(lid  the  sjuiie  thing  lliis  afternoon.  1  thought  it  w;ls 
becaii.se  sh(>  has  Down  .syiidrom(>!" 

Just  Trying  to  Help 

Sheila  goes  at  her  own  pace,  but  her  development  folhAvs 
typical  patterns.  In  some  areas,  her  delays  ;ue  verj'  appar- 
ent. In  others,  they  ;u-o  not  so  e;isily  noticed.  Sheila  lias  a 


Slieila  Holmyd  (left)  enjoys  a  kugfmm  big  sister  Andrea. 


long  way  to  go,  but  she  is  well  on  her  way — just  like  the 
rest  of  our  children. 

In  one  area,  Sheila  is  way  ahead  of  her  older  sister,  she 
is  quick  to  notice  what  needs  doing  and  tries  to  jump  right 
in  and  "help."  Sometimes  her  help  is  of  the  "who-needs-it" 

variety.  Like  tlie  day 
she  opened  the  refrig- 
erator door  because 
she  thought  the  baby 
was  hungry.  The  eigh- 
teen-month-old 
grabbed  an  open  can 
of  peaches  and 
spilled  it.  Sheila  tried 
to  wipe  up  the  sticky 
peach  juice  with  a 
small  wash  cloth.  I 
was  in  the  basement 
wTestling  with  the 
laundry  during  this 
caper 

I  didn't  laugh  until 
much  later,  but  even 
while  scnibbing  the  floor  in  front  of  the  refrigerator,  I 
knew  Sheila  was  only  trying  to  be  helpful.  For  all  the  mis- 
chief she  can  get  into,  there  is  a  thoughtful  quality  about 
her  that  far  outweiglis  some  of  her  lagging  skills. 

More  Alike  Than  Different 

Our  frieinisliip  with  Abby's  family  has  been  im  aluable.  It 
helps  mo  keep  some  tilings  in  perspective.  It  is  too  easy  to 
attribute  il  of  Sheila's  misbeha\ior  to  her  di.sability.  It  is 
easy  to  lose  sight  of  normality  when  society  k^eps 
reminding  me  that  our  family  is  different. 

Abby's  antics  have  taught  me  that  Sheila's  age  and  per- 
sonality have  a  lot  to  do  with  her  behavior — perhaps 
more  tlian  the  Down  syndrome  does.  And  at  those  times 
when  she  is  extisperating  me  the  most,  I  know  there  is 
probably  another  little  girl — "normal"  in  her  develop- 
ment— ha\ing  the  stmie  effect  on  her  mother. 

Mdtiry  Holroyd  lircs  iti  DuancNbury,  Nrir  York  with  her 
liusba)id,  Forrest,  and  daufihtrrN,  Andrea,  9,  Sheila,  7, 
end  Colleen,  .'i.  ^'/(('/7«  attends  a  local  sehool  rchrreuhe  is 
fully  inelnded.  A'aney  is  the  editor  oJ  Nms  X:  N(>n:s,  the 
)ieirsletterofI)()\<.\  syM)H()\thyAiM  Hiaii!,  (t  local  Down 
syndnnne  support  and  advocacy  ywiip.  For  the  last  tmi 
years,  Nnney  has  screed  on  the  Educational  Direction,^ 
Committee  in  her  local  school  di.ttrict. 
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One  size 
does 
not 


fitaU! 


'•>'•■ 


m. 

W. 


(Children's  Spcciali/xxl  Hospiuil  is  deilKatctl  exclusively 
Ui  serN'ing  (he  special  needs  of  children  and  adiilescenls. 


•  Child  Study  Team 

•  Learning  Disabilities 

•  Attention  Deficit  Disorder 

•  Early  lnier\ention/Prc-.Sch(X)l 

•  Speech  and  Hearing 


'  (Xrcupational  Therapy 
'  Physical  Therapy 
'  Cognitive  Remediation 
'  Day  Hospital 


{'if:. 


Children's 
Specialized 
Hospital 

MOl  NTAINSIDE  •  KANWOOD  •  TONLS  RIVER 
For  Infonnation  Call  (908)  235-3720 

Childrcn\  Spcciali/nl  Hmpiul  ttas  among  5%  of  the  nation's  hospitals  last  year 
jv^anlcd  ■■ALXTcdiiationwithCimimcndaiion"  -  the  highest  distinction  awarded 
K  the  Join!  CommissKW  on  Aectrdiladon  of  Hrallhean;  Organiutiuas. 


i 
i 

M 

il 

Sip. 

1 

H 


Circle  #  185 


How  Do  \m  Answer  Ybup  Telephone 
ItYbuHaveDiflicunies?? 


This  Voice-Activated  Phone 
is  Your  Total 
Telephone 
Solution 


AiiNvvor  bv  your  own  \oici' 
Tolally  hands-FRKK 
SiH-.tk  from  a  ilislain  o 
AutoniaticalK  hat)};  up 


•  f,l«ir  spi'akiT  phoni' 

•  Dial  out  In  iisinn  the  sip 
ant!  iniir 

•  No  Np«  i;il  iiistiiliatioii 


NiwIyCaiiig 
1-800-64MI887 


^      Mwliihir  III  lllmk  nr  Ik'ivf 
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THE  DIRECTORY  FOR 
EXCEPTIONAL  CHILDREN 


Totally  revised  and  updated,  The  Directory  for  Exceptional  Chil- 
dren includes  over  3000  schools,  facilities  and  organizations 
across  the  United  States.  Listings  encompass  the  entire  range 
of  developmental,  organic  and  emotional  handicaps. 

Both  public  and  private  facilities  are  covered — boarding 
schools,  outpatient  clinics,  and  residential  and  day 
facilities — and  the  availability  of  summer  sessions  is  noted. 

Write  for  brochure  and  order  form. 


PORTER  SARGENT  PUBLISHERS,  INC. 
11  Beacon  Street,  Suite  1400 
Boston,  Massachusetts  C2108 
Tel.  617-523-1670  •  FAX:  617-523-1021 
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Willow  River  Farms 

is  an  active  organic  farming  and  artisan  community 
meeting  the  special  needs  of  men  and  women  with 
mental  retardation. 

At  Willow  River  we  offer... 

□  A  family-based  home  environment  that 
incorporates  traditional  values 

□  A  setting  that  fosters  personal  growth, 
independence,  and  self  respect 

lJ  Opportunities  for  productive  work  through 
individualized  programming 

□  A  home  for  persons  age  21  and  older  „ 


For  further  information  contact. 
Jimmy  R.  Hnskins,  Ed.D. 
l^ircctoi' 

Willow  River  Farms 
P.O.  Hox  450 
San  Felipe,  Texas  77473 
(409)  885-4121 


WIUJOWRtUERmRMS 


Operated  by:  CRI 
U.K.  (Bill)  Walker,  I'h.O. 
executive  Director 


It 
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Dental  Care  for  Children  with  Disabilities  Part  Two 

Brushing,  Flossing  and  Rinsing 


by  Steven  P.  Perlman 


FLOSSING 

Brushing  is  not  enough.  Flossing  is  needed  to  remove  plaque  between  tlie  teeth,  whei'e  a  toothimish  can't  reach. 

Step-by-Step  Flossing 


/ 

>-  1 

Take  an  IS-iiwh  piece  of  floss  and 
U'ind  it  amund  the  middle jinger  of 
each  hand.  Or  tie  ends  together  in  a 
circle. 


Gmsp  thejlossfii'mly  between 
the  thumb  and  index  finger  of  each 
liand.  Hold  a  Mlf-inch  section 
tautformore  control.  Work  it 
gently  between  teeth  until  it 
readies  gumline. 


Curvejloss  into  a  C-shape  around 
tooth.  Slide,fioss  up  and  down  side  of 
tooth  gently.  Remove  floss  gently  and 
repeat  for  all  ,eeth.  Be  careful  not  to 
injure  gums  with  floss. 


BRUSHING 

If  the  child  gags  easily  or  cannot  spit,  brush  his  teeth  uulh  a  fluoride  rinse  instead  of  toothpaste.  Fir.-it,  bivsh  without 
the  rinse.  Then,  pour  a  little  rinse  into  a  cup,  dip  the  toothbrush  into  it,  and  brush  with  the  linse. 

Adapt  a  Toothbrush 


Attach  the  brush  to  the  chihl's  haiul 
with  a  wide  elastic  band. 


For  children  with  limited  grasp, 
enlarge  the  brush  handle  with  a 
sponge,  rubber  ball  or  bicycle-handle 
grip. 


For  children  who  canuct  raise  their 
hand  or  ami,  lengthen  ti  e  brush 
handle  with  a  iider,  tongue  depres- 
sor or  long  wooden  ,'ipoon. 


Bending  the  brush  handle  may  make 
it  cosier  for  some  children  to  grasi). 
The  handle  will  become  .soft  enough 
to  bend  a^fter  running  hot  icntcrorrr 
it.  Do  not  mil  hot  water  over  the 
head  of  the  bnish. 


For  a  child  u'ho  cannot  manipulate 
a  regular  toothbrush,  an  electric 
toothbnish  may  allow  him  to  brush 
his  teeth  indepemiently. 
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If  the  child  cannot  keep  his  mouth 
open,  use  a  mouth  pivp—for  crample, 
three  or  four  tongue  depiv.s.sors  taped 
together,  a  mlled-up  moistened  wash- 
cloth or  a  mhber  doorstop.  Ask  your 
dentist  how  to  use  a  mouth  pmp  cor- 
ii'ctly  .so  you  can  avoid  injuring  tlve 
child's  month. 
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Step-by-Step  Brushing 


Stan  with  the  upper  teeth,  bnish'.ng 
outside,  inside  and  ckeicing  surfaces. 
Repeat  for  the  lotcer  teeth.  Be  sure  to 
bivsh  each  tooth. 


Reposition  the  brush  verticaUy  to 
clean  insidx'  the  surfaces  offrmtt  teeth, 
both  upper  and  lower. 


Place  the  toothbrush  biistles  at  the 
child's  gum  line,  at  a  45-degree  angle 
to  the  gunis.  Pre^s  gently  and  use 
short  st7-okes  with  a  vibmting,  back- 
and-forth  or  light  savbbing  motion. 


To  freshen  breath,  brush  tongue,  too. 
Hie  tongue  can  harbor  many  odor- 
causing  bacteria. 


jGROWfHAHU 

DEVEMMPMENT 

CHECKLIST 

1.  IVy  to  nUnin^  thumb«ucl!]iT)g, 

iUigerHSucIdng:Qr  pacSfleru^^  . 

habitB  mii^  eat«»1totuie 

Motw  (bite  {^H^^ 

Z  Keep    uli£wt'8  gunjis^de^  to 

reduce  tee^tin^'(|la(^ntf(Hl^ 

the.^iuns  With  a  piece  of  gaiize^ota 

3t  The  America^  Acad^tiy  oC  F^- 
.  amcI)entS8tiyiec<bfnimei^t^ 
<^d  have  hiS'fiist  <ienM  eac^ 
willun  ax  HKmths  of  th&fi^ 
erupticm  aic^d  no  la^thati  12  months , 
of  ^e.  At  this  time,  a  dentist  can 
checKfor  proper  ,  tooth  growth  and 
develc^ment  and  the  poaeibility;  of 
dentat  decay. 

Good  earl^  e:)ep0riaice3vidth  the 
denlast  wiilhe^  the  cSxM  develc^  a 
positive  attitude  toward  the  dentist^ 
so  he  will  be  mote  Kltely  to  co<^p«'- 
ate  dtstog  fiiture  dantal  visi^s^-^ 


St.  Coletta  School,  founded  in  1904 
in  a  pastoral  fann  setting,  offers  a 
year-round  residential  program. 
Each  person  is  a  unique  individual 
with  God-given  potential  to  live  a 
personally  satisfying  and  produc- 
tive life.  The  varied  aspects  to 
daily  living  ~  education,  home  life, 
recreation  and  leisure  activities, 
vocational  training,  employment 
opportunities  and  community  tran- 
sitional group  homes  are  options 
available  to  make  the  most  of  an 
individual's  interests  and  abilities. 

A  tuition-based  facility,  St. 
Coletta's  presently  serves  almost 
600  persons  ages  7  through  94 
who  have  mental  retardation,  many 
of  whom  have  multiple  handicaps. 
Special  services  include  personal 
and  vocational  counseling,  so- 
cialization skills  training,  personal 


In  A  World 
Where  Love 
Is  Sometimes  In 
Short  Supply 

We  Have 

It  In 
Abundance 


1   Q   Q  a 


NINETY 

YEARS 
St  Coletta  9ckoel 

Jefferson,  Wisconsin  53549 

Sponsored  by 
The  Sisters  of  St.  Francis  of  AssisI 


living  and  transitional  home  living 
skills,  language  and  speech  therapy, 
music,  art,  therapeutic  recreation, 
adaptive  physical  education,  swim- 
ming and  physical/occupational 
therapy. 


Our  Alvemo  ICF/MR  program 
continues  to  provide  quality  care 
for  adult  residents,  carefully  bal- 
ancing spiritual,  social  and  emo- 
tional growth  in  a  pleasant  and 
attractive  setting.  Qualified  staff 
and  stimulatinp,  activities  are  of 
special  interest  to  families  seek- 
ing comprehensive  care.  The 
Alvemo  program  is  a  certified  T- 
19  provider  with  an  active  treat- 
ment program. 


For  further  information,  contact  the 
Admissions  Office  at  (4 14)  674-4330, 
Ext.  226. 
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A,  Asmid  '^urq^ng^^Iated  catiesf  Do 
notputachfldtobed-reveniora  ; 
Iia4>-^witi\ » IwtUe  of  sweetened  ikj- 
uid  C9Uch  as  niiU^  formula  (Mr  fruit 
juice$)  in  his  mouth.  When  Ae  child 
is  sleeping,  a  decrease  in  salivary 
iSow  allows  the  suj^aay  H^iid  to  .  . 
remain  in  the  ciiild's  mouih  for  an 
extended  period  of  time.  TWs  causes 
tooth  decay.  Breast-feeding  over  a 
k)ng  period  of  tiinie  can  cause  a  simir 
larprob)^ 
If  the  ddl4  iVE$M|s  a  bo^  bed- 


Good  Mtiy  eicp^ii^nc^  dentist 
denial  tii^^. 

S.  Note  that  some:  liciuid  medications 
contstofrbm  30  to  60  percent 
sucro^^Hiis  indudes  niedications 
i£i0toir  heart  diseie^^ 
recurreiit  infecitiatvs.  ifhm  dtese 
sugar4aden  oral  rnedi(^(Mns  are 
^veii  to  a  child  before  naps  or  at 
,  bedtiine-~M^iien  salhwy  (»al  flow  is 
diminished  and  win  tw>t  wash  the  liq- 
uids out  of  his  inotith--tooiii  decay 
may  result 

Medications  should  be  ghrien  dur- 
ing thci  child's  waking  hours.  After  a 
dose,  have  the  child  riitse  thorough^. 
If  pdwibK  have  him  brtiah,  too. 
Inform  your  dentist  a^ut  the  med- 
'::aiaons  the  child  is  taking,  and  the 
ftequfincy  and  time  4rf  day  medica- 
tions aisjtvNt 


Thui  article  lim  been  adapted  with 
peimission  fivm  tnaterials  originaliy 
published  by  Johmon  &  Johnson  Den- 
tal Cam  Company. 


i.  The  enipticHi  of  iHimary  and  per- 
manent teeth  takes  place  at  different 
ages  jitdiffeirmt  <Mdrai^ 
dent^  care— visiting  the  dentist  at 
■  least  once  every  ax  mon|hs-^ccan  ' 
he^  to  insure  pQjp^  ^dance  of 
developing  ie^  and,  if mqicessaiy, 
early  int<^/entionf(»rdevdioi)^b^^ 
abnonnalities; 

7,  If  the  child's  permanent  tooth  is 
erupting  bef<^  ^  primary  (first) 
tooth  baa  fallen  o«t^  sewlt  care  aa 


\  soon  as  possiWe.  Prompt  removal  of ; 
the  primary  tootti  can  prevent  the 
development  of  orthodontic  prob- 
lems that  jonay. be  difiicu|t  to  correct 
in  the  luture.  q''  :  : 
8.  If  tooth  crowding  is  present,  an 
early  orthodontic  Consultation  is 
advissdble.  Certain  procedures  may 
be  done  to  limit  or  possibly  avoid 

.  extensive  ottboidcntic  treatment  ' 
later.  ' 
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FREE  ASSESSMENT  shows  how  much  you  can  save 

Increase  Cash  Flow,  Cut  Time  &  Costs 
For  Handling  Medical  Claims 

Get  Your  Insurance  Claims  PAID  in  13  Days 

Claims  an  expensive  headache?  Just  call  Medical  Claims  Processing 
Systems  for  a  FREE  no-obligation  assessment  of  your  billing  system. 

Within  a  month.  MCPS  can  reduce  the  time  >  ou  and  >  our  staff  spend  on 
billing  b\  65*%)  or  more.  This  means  more  time  for  patient  care,  more 
time  for  appointments! 

MCPS  lowers  billing  costs,  too!  Discover  how  we  custom-tailor  an 
affordable  electronic  insurance  claims  s>  stem  for  your  practice  that: 

♦  Is  Fast,  Accurate  and  Complete 
^  Eliminates  Tracing 

♦  Handles  IVledicare,  IVledicaid, 

Medical  PIP,  and  Workers  Conip. 

♦  Achieves  Timely  Claims  Payment 

♦  Increases  Cash  Flow 

"MCPS  saves  nic  linic  every  inonlli.  Looking  back.  I  don'l  know  how  I 
managed  wiliioul  it."  -  K.  Cwhio.  Office  Maiui^cr.  Physicians  OJfice 

"Tiicy  sped  up  claim  payments  and  cliniinalcd  tracing."-  R.  11  Santucci.  D.C. 

"Our  lime  is  belter  spent  caring  for  patients.  No  more  chasing  paper  or 
computer  hassles."--  Theodore  I'.  Siianibali,  Jr..  MD 

CALL  TODAY  -  201-489-5190 

Ask  For  Ron  Richards.  President 

Medical  Claim  Processing  Systems 
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A  MOST  ACCES5/?BL[  5T0KE 


( 


llie  Api^le  Conipiitcr  DLsabiliU'  SolurionsStore 
Gill:  l-800-600-780cS;  i.-80Q-"755-0601(TlY)/ 


RINSING 

Daily  rinsing  ivitli  a  fluoride  ri)ise 
can  provide  additional  protection 
against  cavities  by  strengtliening 
tooth  etiameJ. 

Step-by-Step  Rinsing 


Haverich  Ortho-Sport,  Inc. 

67  Emerald  Street 

Keene,  NH  03431  (603)  358-0438 


Haverich 


Europe's  leading  line  of  specialized 
bicycles,  tricycles  and  tandems 
now  available  in  North  America. 
Steel  frame.  Duel  caliper,  drum 
land  coaster  brakes  available. 
Parking  brakes  standard. 
Latest  styling  and  wide 
choice  of  colour 
combinations. 
More  than  30  specially 
designed  accessories  to 
meet  every  need. 


Hie  child  lalces  Ike  ■>T,commended  dose 
of  a  fluoride  rinse  (usually  a  capful), 
swisfies  it  aivund  his  mouth  for  60 
seconds,  and  spits  it  out.  Tlie  child 
should  be  careful  not  to  swallow  it.  To 
get  full  fluoride  pwlection,  Uie  child 
should  not  eat  or  drink  for  30  minutes 
afle)-  rinsi7ig. 


If  the  child  is  unable  to  rinse  without 
s^vallowing,  use  a  cotton  swab  or 
toothbrush  to  place  a  little  fluoride 
rinse  on  his  teeth.  Your  dentist  may 
also  recommend  a  prescription, 
fluoride-gel  treatment. 


Steven  P.  Peiiman,  D.D.S.,  M.Sc.D., 
specializes  in  dental  care  for  children 
with  disabilities.  In  addition  to  main- 
taining a  private  practice  in  Lynn, 
Mnssachusells.  he  teaches  pediatric 
dentistry  at  the  Boston  UniverNily 
Goldman  School  of  Graduate  Den- 
tistry and  serves  as  vice  pre.'iideni  of 
the  Academy  of  Dentistry  for  Persons 
irilh  niNahililies.  Ih:  Perlman  also 
devotes  much  eneryy  and  time  to  the 
Special  Olympics  as  clinical  director 
of  their  "Special  Athletes,  Special 
Smiles" program.  Dr  Peiiman  lives  in 
Swamiiscoll,  Mas.saehu.'iells  with  his 
family. 
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VOlh  a  Hotcword  by  Stcpticn  Hawking 


rhis  wondoful  new  book  is 
another  example  of  the 
power  of  parents  to  change 
the  tcorUI.  I^ss  \ 

titan  10  years  ago,  \  ^  , 

a  few  parents  rec-  \  &  COfflpUtCf 
Offnized  that  tech-  ' 
twlogy  could  help 
their  children 
with  disabilities. 
They  began  a  col- 
laborative effoti 
which  became  the 
Alliance  for  Tech- 
nology Access,  a 


with  computers.  For  a  person  with  a 
disability,  today's  applicatioiis  offer 
new  promise  and  excitement.  Tliese 
new  abilities  level  the 
playing  field  for  all  of  us. 


Resources  for 
People  with 


Disabilities 


Why  This  Book 
Was  Written 


A  Guide  to  Lxploring  Tbday's 
A.ssistlvc  Tcchnolog)' 


ptnoMlilorfr  jKl bifonMtlon nct«)Qta 
pnxftKt  dncripdora  and  funding  lowcn 


'Tte'A'.l  ti'ice  fci  Tcchnoicjv  Acc'ess 


natiomvide  net- 
work of  commu- 
nity-based 
assistive  technol- 
ogy centers.  Today,  these  cotters 
serve  thousands  of  children  and 
adults  with  disabilities,  parents  and  \ 
pmfessionals.  Now,  this  givitp  has  | 
pivdvced  theirfirst  book — an  j 
overview  ofMi-dicare,  software  and  j 
other  adaptations  which  give  people  j 
with  disabilities  equal  access  to  j 
computer  technology. 

We  will  be  collaboratirig  with  this 
outstanding  gmup  to  create  editor- 
ial material  for  the  November  issue 
— our  12th  annual  technology  issue. 

—S.D.K. 

Imagine  having  a  keyboard  that 
changes  effortlessly  from  a  standard 
layout  to  one  that  includes  only  the 
keys  you  need  for  a  specific  task. . . 
Liiagine  a  computer  that  talks  to  you, 
iiiat  reads  messages  sent  to  you  from 
all  over  the  world.  Imagine  having 
the  ability  to  make  choices  by  simply 
touching  a  picture  on  your  computer 
screen.  Imagine  having  the  ability  to 
type  without  using  your  hands  by 
simply  looking  at  the  right  letter  on  a 
keyboard  pictured  on  the  screen. 
Imagine  going  to  the  library  of  Con- 
gi-ess  to  gather  materials  for  a 
reseaich  project  without  over  l(>aving 
your  homo. 

Those  scenarios  iuv  just  a  few 
examples  of  wliat  you  can  do  today 


. . .  We  want  to  share  with 
you  what  we  have 
learned  about  the  ways 
assistive  technology  is 
literally  changing  lives 
by  creating  new  abilities 
for  children  and  adults 
with  disabilities — sen- 
sory, cognitive,  learning 
or  physical  disabilities. 

 __j     Everyday,  in  the 

course  of  our  work,  we  are  asked 
questions  about  available  technology 
and  its  applications.  "I  have  a  vision 
impairment.  Which  computer  should 
I  buy?"  "My  son  has  a  learning  dis- 
ability and  his  teacher  said  a  com- 
puter might  help  him  do  better  in 
school.  Which  should  I  buy?"  "I  have 
a  girl  in  my  sixth-grade  class  with 
cerebral  palsy,  and  the  school  has 
agreed  to  provide  he.-  witli  a  com- 
puter. Which  is  the  best?"  Your  ques- 
tions may  be  similar. 

The  goal  of  this  book  is  to  help  you 
begin  answering  yom-  questions  for 
yourself,  and  to  allow  you  to  take 
advantage  of  the  incredible  new  tools 
on  the  market  today.  We  won't  teach 
you  about  the  insides  of  the  latest 
computers  or  list  every  computer 
product  ever  developed.  Our  inten- 
tion is  to  help  you  create  a  purpose 
and  a  framework  for  approaching 
technology  so  you  can  make  initial 
1  decisions  about  the  role  it  can  play  in 
j  enhancing  yoiu-  life.  We  have 
■  included  many  stories  about  real 
people  who  tire  using  technology 
I  successfully— people  of  all  ages  and 
'  all  disabilities... 

This  book  is  written  for  a  coninui- 
'  nity  that  has  not  yet  discovered  the 

ix)wer  of  technology.  T\\is  conmuinity 
I  includes  people  with  disabilities,  but  it 


also  includes  family  members,  advo- 
cates and  friends  of  people  with  dis- 
abilities. It  encompasses  thousands  c'i 
professionals  in  the  fields  of  educa- 
tion and  rehabilitation  who  are  con- 
cerned about  quality-of-life  issues  and 
options  for  children  and  adults  with 
disabilities.  It  includes  the  technolo- 
gists, engineers,  and  designers  who 
will  be  the  developers  of  tomorrow's 
technology.  This  broad  group  repre- 
sents a  huge  constituency  tliat  will  be 
dramatically  impacted  by  technology 
in  this  and  the  next  centijiy. . . 

Structure  of  the  Book 

Tlie  book  is  divided  into  three  parts. 
Pati  I,  The  Search  for  Solutions,  will 
guide  you  through  the  process  of 
defining  your  needs,  developing  a 
technology  plan,  building  a  support- 
ive team  and  making  technology- 
related  decisions. . . 

Part  II,  The  Technology  Toolbox, 
focuses  on  the  technology  itself. . . 
helping  you  to  zero  in  on  the  tech- 
nologies most  likely  to  match  youi- 
abilities  and  goals. . .  You  will  learn 
enough  about  the  categories  of  prod- 
ucts on  the  market  today  to  feel  com- 
fortable taking  the  next  steps.. . 

Part  in.  Helpful  Resources  and 
References,  contains  Usts  of 
resources,  references  and  organiza- 
tions that  we  have  found  valuable. . . 

Much  of  what  we  offer  are  the  right 
questions  and  some  key  resources.  If 
you  fmd  that,  after  reading  this  book, 
you  have  a  goal  in  mind,  some  easy 
first  steps  to  take  and  a  range  of  sup- 
'  porters  to  help;  if  you  are  armed  with 
j  enougli  information  to  talk  comfort- 
I  ably  with  your  local  computer  dealer, 
i  or  if  you  are  inspired  or  excited  by 
i  someone's  story,  we  have  accom- 
plished  our  goal. 

i 

I  E,rcerptedfrom  Comi'itkh  Rt:.s(um:s  nm 

■  Pkoi'LK  With Dmnihiriss,  imtten  by  the 

■  Alliance  for  Tcclnmlogu  Accr.<ts,  publi.'ihfcl  b)i 
i  Hunter  Howse  Publishers,  Alameda,  Califnr- 
;  nia.  This  book  is  available  through  E.xckp- 

'  r/av.4/.  Parest  Library,  (800)  535-1910 
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Crystal  Springs  School 

A  PROGRAM  OF  THE 
INSTITUTE  FOR  DEVELOPMENTAL  DISABILTIES.  INC. 


Providing  quality  residential,  special  education  and  treat- 
ment services  in  a  professionally  caring,  homelike  environment 
since  1953. 

•  30  acre  campus  in  Southeast  Massachusetts,  close  to 
Boston,  Cape  Cod,  Providence  and  Newport,  R.I. 

•  Programs  for  severely  and  profoundly  multiply  handi- 
capped children  and  young  adults  from  birth  -  22,  including 
those  young  people  characterized  as  medically  fragile. 

•  365  day  programs  providing  24  hour  nursing  availability. 

•  Licensed  by  the  Massachusetts  Office  for  Children. 

°   Approved  by  the  Massachusetts  Department  of  Education. 

•  Member  of  the  Massachusetts  Association  of  Approved 
Private  Schools. 

For  information,  Please  Call: 
Cheryl  Andrade,  Admissions  Coordinator 

(508)  644-5537      ^  ,  ^^^^ 

'  Circle  #151 
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Special  Care 
for 

Special  People 

Progressive  education,  home  environment  for  the 
mentally  handicapped  child  and  adult.  Opportunity 
for  educational  progress  at  any  age—multiple 
recreational  and  social  activities.  A  year-round 
program  with  an  active  and  full  lifestyle  among 
friends  on  a  750-acre  bluegrass  estate.  Est.  1893. 

Phone  502-875-4664  or 
write  for  brociiure 

THE  STEWART  HOME  SCHOOL 

Box  20,  Frankfort,  KY  40601 

John  P.  Stewart.  M.D.,  Resident  Physician 
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THE  RIGHT  DECISION 

New  England  Villages  Is  a  private,  non-profit  resi- 
dential corTimunity  nationally  recognized  for  its 
commltme  it  to  personal  care  and  a  supportive 
family-like  environment  We  provide  a  full-range 
of  opportunities  for  your  family  meml)er  in  a  non- 
pressured  lifestyle. 

The  Village  offers  residents  single  or  double 
rooms  in  very  attractive  modern  homes  or  apartments 
set  on  a  beautiful  75-acre  wooded  site  some  25  miles 
south  of  Boston.  Our  vocational  center  provides  for 
the  satisfaction  and  dignity  of  productive  employment 
in  a  supervised  work  set- 
ting. A  wide  range  of 
recreational  opportunities 
and  professional  support  services 
are  available. 

A  private  endowment  and 
minimal  dependency  on  govern- 
ment reimbursement  assures 
stability  now  and  for  the  future. 

Call  or  write  Bryan  Efron.  Ph.D., 
Executive  Director  for  information 
and  a  descriptive  brochure.  A  visit 
to  New  England  Villages  may  help 
you  make  the  right  decision. 

new  england  villages mc 

A  Model,  Supportive  Community 
For  Mentally  Retarded  Adults 

664EP  School  Street.  Pembroke,  MA  02359    (61 7)  293-5461 


Circle  #  55 


Exceptional  Programs 
For 

Exceptional  Children. 


//t  St.  Coletta  Schools 
//  we  believe  life  is  what 

[y  happens  today.  Owt 
goal  is  to  provide  the  best 
possible  life  experience  for 
your  exceptional  child. 
Students  here  are  not  only 
preparing  for  tomorrow, 
they  are  living  quality  lives 
everyday.  Fctmdedin  1947, 
St.  Coletta  Schools  offer  a 
wide  range  of  programs  for 
children  with  mild  to  severe 
developmental  disabilities. 
Twelve-month  readentidand 
day  program  for  ages  6-22. 


'  Extensive  Vocational  Training 

•  Functional  Academics 

•  Community  Skills  Training 

•  Daily  Livings  Social  Skills 

•  Adapted  Phys.  Ed.  &  Recreation 
Activity  Program 

•  Special  Olympics 

•  Behavior  Management 

•  Physical  &  Occupational  Therapy 

•  Speech  Therapy 

•  Music,  Art  &  Computers 

•  Prader-Willi  Program 


Cardinal  Cudiin^  Schod  &  Training  Center 

400  Washington  Street  Hanover,  MA  02339 

Bralntrce  St  Coletta  Day  School 

85  Washington  Street  Braintree,  M  02184 


St.  Coletta's 


or  MAISACMUSCTTS 

John  W.  Sh>iie.  Jr..  President 


Contact:  Lynne  Goyuk 
Tel:  (617)  826-6371 
Fax:(617)826-6474 

Sponsored  by 
Tlic  SkIcts  of  si.  Francis  of /V«w  of  Mihfflukoc.  W 
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Annandale 
ViUage 


Private,  501(c)(3) 
Nonprofit  Community 


"THEIR  COMMUNITY ...  WITH 
OUR  HELP"  Residential,  day,  and 
evening  programs  and  sendees  for 
adults  with  dex'elopmental  disabilities. 

•  Paid  N'ocational  Training 

•  X'i.sual  and  Perfonning  Arts 

•  Daily  Living-  Life  Skills 

•  Therapeutic  Recreation 

•  Case  Management 

•  Health  Scr\  ices 

•  Off-Campus  Activities 

•  1 2S-Acre  Wooded  F,n\  iroiniient 

Annandale  at  Sirwanee,  Inc. 

3^00  Annandale  Ume 
Suwanee,  G.\  301~4 
(404)  y4S-8381 


B 


M 


PREPARATORY 
SCHOOL 


1993  BLUE  RIBBON  WINNER 

Brchm  Prcparatorj-  School  is  a 
Midwest  boarding  school  designed  to 
meet  the  academic,  social,  and 
emotional  requirements  of  adolesccnt.s. 
age  12-21.  with  learning  disabilities. 
Brehm  offers  specialized  academic 
instruction.  Orton  training,  speech  and 
language  therapy,  and  social  skills 
guidance.  Certified  staff,  family 
atmosphere,  NCA  accredited. 

Brehm  Preparatory  School 

1 245  l-.ast  Grand  Avenue 
Carbondale.  IL  62901 
[618)  457-0371 


A  point  of  light 


CHILEDA  HABELITATION  INSTI- 
TUTE Kducators  for  youths  w  ith 
developmental  tiisahilities.  Residen- 
tial treatment  center  (:)ro\  ides  com- 
plete training  ..^  intensi\  e  tlierapy  tor 
(.hiklren  witli  sev  ere  mental  iS:  physi- 
cal disabilities,  closed  iiead  injuries 
iS:  challenging  behaviors.  Rstab.  Ur3 

•  lutensixe 

•  Progressive 

•  Specializeti 

Chileda  HabUitation  Institute 

1020  .Mississippi  Street 

LaCros.se.  W'l  S-tGOl 

( (i08)782-6480   (  (t()8  )''82-6i8 1  ( l"ax ) 


"MAXIMmNG  INDIVIDUAL 
POTENTTAL" 

•Community-based,  positive  learn- 
ing envininment  for  difficult-toplace 
children,  adoles'  nts  ami  young 
adults  with  .MR,  uutisni.  communica- 
tion disorders,  challenging  behav- 
iors, and  developmental  disabilities. 

•  1 2-mo.  day.  residential  programs. 

•  10  miles  west  of  Bo.ston. 

Contact;  Ailinissions  Oireclor 
The  Ixaming  Center 

■ill  Waveriey  Oaks  Road 
Wiiltham.  MA  021S  i 
(61")  «93-WH)0 


ArborVVay 
.  Schcx^l 


THEARBORWAY  SCHOOL 

A  24  hour  learning  experience 
which  prox  ides  individualized  .ser- 
vices tor  multihandicapped  students. 

•  1  ;2  staff  to  .student  ratio 

•  clinical  consultants  on  staff 

•  recreational  and  leisure  actix  ities 

•  vcK'atioiial  training  &  on-site  work 

•  12  niontii  program 

•  ages  6  through  22 

C(5ntact:  Carolyn  MacRae. 

l-.xecutive  Director 

Arborway  School 

l-t"'  South  Huntington  .\venue 

Bo.ston,  .\L\  02130 

()l"'-232-riO 


33rd  Year 


A  VERY  SPECIAL  CAMP  FOR 
SPECIAL  NEEDS  CAMPERS. 

A  co-ed  residential  camp  for  the; 
•Learning  Disabled  ADD. 

•  Neurologically  hiipaired. 

•  Mild-Moderate  MR. 

Located  in  beautiful  High  Falls  in  the 
Catskill  Mts.  of  NT  state. 
2.  4,  8  wk.  .se.s.sions.  Higlil\'  qualified 
staff.  33rd  year.  Free  brochure. 

Contact:  Mruria  K.  Falik.  Ph.D. 
Camp  Huntington 

S6  Bruceville  Road 
High  Falls.  NV  12440 
(91-4)  6«"-78-i0 


THE  DUVAIX  HOM^,  EST.  1945-  A 

pri\ate.  nonprofit  residential  facil- 
ity providing  a  wanii.  lo\  ing  atmo.s- 
[■>heie  for  ambulatory  and  non- 
ambulatory people  with  mental  retar- 
ilation  of  all  ages; 

•  2-4-hour  nursing  care. 

•  Lovely  24-acre  rural  campus. 
•Recreational  and  training  activities. 

•  Respite  care  available. 

The  DuvaU  Home 

Presbyterian  Special  Ser\  ices,  Inc. 
3.39S  C.rand  A\  enue.  P.O.  Box  220036 
Glenwood.  FL  32722 
(904)  -34-28-4 
(800)  3=iK-OnO 


OAK  HILL  SCHOOL 

IW  Years  of  ( '(impassion 
l-'xceptional  people  de.serve  excep- 
tkmal  care.  CI  B 'Oak  Hill  School  enters 
its  second  centui^'  of  compa.ssionate 
care  and  ground-breaking  education 
for  children  and  adults  with  severe 
de\  elo(imcntal  disaliilities. 

•  Resitlential  living 

•  Day  and  vcKiitkMial  programs 

•  Loving,  .supportive  environment 

•  Dedicated,  highly-ciualified  staff 

cm/Oak  HiU 

120  Holcomb  St. 
Hartford,  CT  00112 
(203)  l  il-ir  \ 
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RESPITE  SERVICES  provides  shi)rt 
term  residential  care  for  children, 
adolescents  and  adults  with  disabili- 
ties. Re.spite  Senices  gives  a  week- 
end break,  vacation  or  help  in  times 
of  illness  or  other  crisis.  Summer 
camp  .sessions  are  also  available. 
Family  style  care  and  welcome  in  a 
country  setting. 

Contact:  John  &  Put  Ryan 
Respite  Services 

RRI  Box  458 
S.Gibson.  PA  18842 
(717  )  756-2750 
(717)  756-2870  Fax 


'       Special  Force  I 
Family  Ministries 


A  PLACE  TO  CALL  HOME 

Special  Force  Family  Ministries  oper- 
ates superior  quality  residential 
programs  for  adults  with  mental 
retardation  in  private  homes  near 
Minneapolis.  MN  and  Springfield, 
MO.  Residents  Ix'come  members  of 
indi\  idual  families  w  here  Christian 
values  are  affirmed.  Community 
involvement.  Recreational  opportuni 
ties.  Affordable  rates.  E.stablishcd 
19".^.  Call  for  details. 

Contact: 

Special  Force  Family  Ministries 

P.O.  liox  47.  Waconiu.  MN  55.-^87 
(612)  442-4441 


National  Christian  Resource 
Center  on  KSental  Retardation 
Bettiesda  Lutiteran  Honw 
&Servic8 

700  Hoffman  Drive 
Watertown,  Wl  53094 
(800)  369-INFO 
See  ad  on  page  74 

Intensive  Education  Center,  Inc. 

27  Park  Road 
West  Hartford,  CT  061 19 
(203)  236-2049 

Ralph  J.  Baudhuin  Oral  School 

3301  College  Av&nue 
Ft.  Lauderdale,  FL  33314 
(305)  475-7324 

A  IiL'manlstic  learning  environment  for 
children,  blrth-8th  grade  w[\\  com- 
munication disorders,  learning  disabili- 
ties and  ADD. 

Threshold,  Inc. 

P.O.  Box  1110 
Goldenrod,  FL  32733 
(407)671-7060 

W 


Allendale  School 

PO  Box  1088 
Lake  Villa,  IL  60046 
(708)  356-3334 

Allendale  School  is  a  special  education 
program  providing  comprehensive  ser- 
vices to  youths  with  emotional/behav- 
ioral  disabilities. 

Brehm  Preparatory  School 

1245  East  Grand  Avenue 
Carbondale.lL  62901 
(618)457-0371 

Residential  school  designed  to  meet 
the  academic,  social  and  emotional 
requirements  of  adolescents  (age 
12-21)  with  learning  disabilities. 


options  for  people  with  developmental 
disabilities/head  injury.  See  Bancroft  in 
New  Jersey  section. 


Heartspring 

2400  Jardine  Drive 
Wichita,  KS  67219-4699 
(316)262-8271 

Heartspring  serves  students  ages  five 
through  21  who  have  multiple  disabili- 
I  ties  and  communication  disorders.  We 
serve  residential  school  and  day-only 
students.  Outpatient  assessments, 
short-term  treatment  programs,  and 
hearing  center  services  are  also 
offered. 

See  ad  on  page  84 


3711  Agape  Village  Rd. 
Macon,  GA  31210 
(912)471-3700 

Providing  mentally  disabled  with  50 
acre  protected  place  to  live,  work  In 
greenhouses  and  enjoy  active  life  with 
supervision. 
SeeadonpageU 

Annandale  Village 

3500  Annandale  Lane 
Suwanee.GA  30174 
(404)  945-8381 

Private,  nonprofit  community  for  adults 
with  developmental  disabilities.  Full 
residential,  day,  and  evening  programs 
and  services  promote  well-balanced 
'i'estyles  which  include  a  broad  range 
ui  activities.  Located  on  125  wooded 
acres  near  Atlanta. 
Seeadonpage63 


KENTUCKY 


The  Stewart  Home  School 

Box  20 

Frankfort  KY  40601 
(502)  875-4664 

Progressive  education,  home  environ- 
ment for  mentally  handicapped  chil- 
dren and  adults.  Multiple  recreation 
and  activities.  Year  round  program. 
Est.  1893.  CaW  or  write  for  brochure. 
See  ad  on  page  62 


Bancroft 

Lighthouse  Road 
Owl's  Head,  ME  04854 
(207)  594-7261 

Year-round  programs  and  vacation 


The  Hartwur  School 

1277  Green  Holly  Drive 
Annapolis,  MD  21401 
(410)974-4248 

Serves  LD  &  multi-handicapped  chil- 
dren ages  5  through  21 .  Services 
include  counseling,  OT,  job  training  & 
a  HS  diploma. 

Bert(Shire  Meadows 

249  N.  Plain  Road 

Housatonic,  MA  01 236 

(413)528-2523 

For  children  who  are  severely 

retarded,  multipiv  disabled.  Private, 

non-profit  residential  school  located  in 

the  Berkshires. 

See  ad  on  opposite  page 

Crystal  Springs  School 

38Narrov;sRd.Box372 
Assonet,  MA  02702 
(508)  544-3101,  Ext.  328 
Established  in  1953,  Crystal  Springs 
offers  licensed  home-like  residences; 
and  approved  private  school;  full 
rehab,  program;  and  24-hour  li'.ensed 
nursing  coverage  designed  to  meet 
the  needs  of  medically  fragile,  multi- 
handicapped  children  and  young 
adults,  birth-22  yrs. 
Seeadonpage62 

Evergreen  Center 

345  Fortune  Blvd. 
i  Milford,  MA  01757 
I  (508)478-5597 
Residential  school  for  students  who 
are  developmentally  disabled  and 
require  education  or  assistance  in 
self-care,  community  living,  adapted 
communication,  mobility  training  or 
behavior  control  due  to  psychiatric/ 
behavioral,  medical  or  therapeutic 
needs.  An  intensive  program  is  avail- 
able for  severe  maladaptive  or  self- 
injurious  behavior 
See  ad  on  page  74 
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League  School  of  Boston 

225  Nevada  Street 
Newtonville,  MA  02160 
Seeadonpage54 

The  laming  Center 

41 1  Waverley  Oaks  Road 
Waltham,MA02154 
f61 7)  893-6000 

Children  and  young  adults  with  MR, 
autism,  communication  disorders, 
challenging  behaviors,  developmental 
disabilities.  12  mo.  day/residential. 
See  ad  on  page  63 

The  New  England  Center 
for  Autism 

33  Turnpike  Road 

Southboro,MA01772 

(508)481-1015 

Day/residential  school  for  children  with 
develop,  disabilities,  behavior  disor- 
ders age  3-22.  Integrated  preschool, 
inclusion  services,  staff  intensive  pro- 
gram., functional  activity  based  cur- 
riculum., supported  employment  in 
modern  school  and  group  homes. 
See  ad  on  page  73 

New  England  Villages,  Inc. 

664  School  Street 
Pembroke,  MA  02359 
(617)293-5461 

Exceptional  private  community  for  MR 
adults  offering  a  range  of  residential 
options,  vocational,  recreation  and 
social  opportunities. 
Seeadonpage62 

St  Coletta's  of  Massachusetts 
Cardinal  Cushing  School  and 
Training  Center 

40n  Washington  Street 
Hanuver,  MA  02339 
(617)826-6371 
See  ad  on  page  62 


Crotched  Mountain 
Rehabilitation  Center,  Inc. 

1  Verney  Drive 

Greenfield,  NH  03047 

(603)547-3311,  ext.  235 

A  comprehensive  preparatory  school 

and  rehabilitation  center  providing  the 

best  in  education,  a  guided  relurn  to 

the  community,  access  to  community 
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'Rerkshire 

]yjeadows 


is  a  private,  non-profit  year-round  residential  school  for  children  and  adoles- 
cents who  are  severely  developmentally  delayed  and  my  be  multiply  disabled. 

Like  other  young  people  all  over  the  world,  residents  of  Berkshire  Meadows 
are  collected  by  bus  to  go  to  school  five  days  a  week.  In  this  instance,  the 
"buses"  are  specially-adapted  vans, 
and  "school"  -  the  Learning  Center  - 
is  where  they  are  taught  techniques 
to  help  them  compensate  for  their  tre- 
mendous difficulties,  and  where  their 
bodies  are  gently  persuaded  to  move 
more  freely  and  with  greater  control. 


The  Learning  Center  divides  the  stu- 
dents into  two  groups:  children,  and 
young  adults.  The  groups  work  in 
separate  Centers,  each  focusing  on 
different,  graduated  skill  levels.  Class 
sizes  and  schedules  vary  from  day  to 
day,  to  accommodate  the  particular 
needs  of  each  student. 

In  the  Vision  and  Sensory  Stimula- 
tion Center  we  address  those  factors 
that  are  seminal  to  the  children's 
physical  and  emotional  development. 
While  all  the  senses  are  addressed, 
our  major  emphasis  is  on  sight.  In  the 
Light  Room  we  use  different  types  of 
light  to  determine  which  is  best  for  a 
student  with  visual  deficits,  and  then 
work  under  that  light  to  improve  his 
or  her  use  of  vision  before  gradually 
incorporating  the  use  of  conventional 
white  light.  The  Visual  Stimulation 
room  is  designed  to  increase  visual 
awareness  and  choice-  making,  as 
well  as  to  be  downright  fun:  it  is 
equipped  with  mirror  balls,  lighted 
bubbling  water,  fiber  optics  and  any 
number  of  other  visually  attractive 
and  stimulating  light  displays 

The  Main  Room  is  geared  toward 
stimulating  the  use  of  all  the  senses: 


ERIC 


there  are  musical  activities  and  move- 
ment to  increase  auditory  awareness; 
busy  boxes,  vibration  toys  and  tex- 
ture boards  to  imfarove  the  sense  of 
touch;  and  at  all  times  there  is  social 
contact  and  "talk"  about  what  is  go- 
ing on.  Outside  these  three  rooms  in 
the  spacious  "hallways"  the  students 
work  with  brightly-colored  therapy 
balls,  gently  swinging  hammocks, 
soothing  rocking  chairs  and  many 
other  devices  that  encourage  vestibu- 
lar development. 

The  Task  Center  is  devoted  to  cogni- 
tive development  based  on  Piaget. 
Hie  children  learn  to  interact  with 
others,  to  make  choices  and  to  feel 
themselves  to  be  active  participants 
in  their  environment.  We  use  toys 
and  tasks  to  develop  memory,  aware- 
ness of  the  presence  of  others,  and 
foresight. 

The  Applied  Functional  Skills  Cen- 
ter teaches  young  adults  to  make  use 
of  the  techniques  they  have  acquired 
in  other  areas.  For  example,  pouring 
skills  can  be  used  for  mixing  ingredi- 
ents; stacking  and  matching  skills 
translate  into  sorting  the  laundry.  The 


Center  is  equipped  with  a  kitchen,a, 
"company  store"  and  a  "hotel  suite" 
so  that  students  might  plan  for  gainful 
employment  as  hospital  orderlies,  cus- 
todians or  stockroom  workers. 

Our  program  for  young  adults  also 
includes  Applied  Academics,  where 
the  students  practice  skills  that  will 
foster  independence:  name  recogni- 
tion, the  use  of  money,  very  basic 
computer  skills,  packaging  and  vari- 
ous vocational  skills. 

All  our  students,  regardless  of  their 
ages,  participate  in  the  fifth  area  of 
the  Learning  Center,  which  is  Aug- 
mentative Communication.  We  use 
Functional  Communication  as  an  ap- 
proach to  behavior  modification. 


A 


t  Berkshire  Meadows,  we  work 
to  provide  the  best  care  andedu- 
cation  that  expertise,  technology  and 
experience  can  offer.  Our  intent  is 
for  our  students  to  become  more 
independent,  more  self-sufficient  and 
empowered,  so  that  they  might  exer- 
cise some  control  over  their  destinies. 


Gail  Charpentier,  Exec.  Dir. 
^       Berkshire  Meadows, 
n  i     249  North  Plain  Road 
'-^   Housatonic,  MA  01236 
(413)  528-2523) 
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Free'Product  &  Service  information 


housing,  education,  and  support  ser- 
vices for  lifelong  planning. 
See  ad  on  page  51 


NEW  JERSEY- 


Bancroft 

Hopl<ins  Lane 
Haddonfield,  NJ  08033 
(609)  429-0010  ext.  347 
State -of -ttie -art  programs  in  NJ  and 
Maine  for  children,  adults  with  devel- 
opmental, disabilities/head  injury.  Full 
continuum  of  educations,  vocational 
and  living  options.  Residential,  day 
and  outpatient  services.  Neuropsycho- 
logical testing. 

Durand  Academy,  Inc. 

230  N.  Evergreen  Avenue 
Woodbuiv,  NJ  08096 
(609)  845-0666 

Durand  Academy  provides  certified 
educational  programs,  residential  pro- 
grams and  family  support  to  children 
age  3  through  21  with  autism,  emo- 
tional disorders  and  multiple  handi- 
caps. The  program  emphasizes  a 
structured  curriculum  and  social  skills 
development. 

ECLC  of  New  Jersey 

302  North  Franklin  Turnpike 
Ho-Ho-Kus,  NJ  07423 
(201)670-7880 

ECLCof  New  Jersey 

21  Lum  Avenue 
Chatham,  NJ  07928 
(201)635-1705 

Serving  children  w/iearning  disabilities 
ages  5-21 .  Program  inc.  remediation, 
emotional  support,  therapies  &  pre- 
vocational  act.  Campus  in  Ho-Ho-Kus 
&  Chatham. 


Conductive  Education  Center 
of  Long  Island 

248  W  Park  Avenue/Ste  305 
Long  Beach,  NY  11561 
(516)432-6260 
Fax:(516)889-5154 

New  York  University — 
Para-Educator  Center 

One  Washington  Place 
New  York,  NY  10003 
(212)  998-5800 

Two  year  post-high  school  program  for 
severely  leaming  disabled  young 
adults.  Courses  &  supervised  job 
training  in  human  services,  while 
emphasizing  independent  living  skills. 
Graduates  qualified  to  work  with 
infants,  toddlers,  young  children  or 
senior  citizens. 

Pathfinder  Vitlage 

PR#1/Box32-A 
Edmeston,  NY  13335 
(607)  965-8377 
See  ad  on  page  49 


OREGON 


Mount  Bacttelor  Academy 

246301  E  Highway  26 
Prineville,  OR  97754 
(800)  462-3404 

Located  in  the  forested  wilderness  of 


Central  Oregon,  Mount  Bachelor 
Academy  guides  youths  1  1 8 
through  a  year-round  course  of  emo- 
tional growth  and  college  prep.  For 
more  info  on  what  experts  call  "the 
future  of  education,"  call  or  write. 


PENNSYLVANIA 


The  Devereux  Foundation 

(800)345-1292,  Ext.  3045 
(61 0)964-3045  fax 
(610)971-4600 

Residential,  day  and  community-based 
treatment  centers  nationwide.  Com- 
prehensive services  to  individuals  of  all 
ages  with  emotional  disturbances, 
developmental  disabilities,  mental 
retardation,  dual  diagnosis,  autism, 
and  post-head  trauma. 
See  ad  on  page  25 

Elwyn,  Inc. 

1 1 1  Elwyn  Road 
Elwyn,  PA  19063-4699 
(610)891-2000/(800)345-8111 
Est.  1852,  offering  services  from 
infant  to  adulthood.  Education,  rehabil- 
itation, vocational  training  &  place- 
ment. Day  &  residential 
See  ad  on  page  48 

H.M.S.  School 

for  Children  with  CP 

4400  Baltimore  Avenue 
Philadelphia,  PA  191 04 
(215)222-2566 
See  ad  on  page  70 

Martha  Lloyd 
Community  Services 

190  West  Main  Street 
Troy,  PA  16947 
(717)  297-2185 

Superior  quality  community  living 
opportunities  for  men  and  women  with 
mental  retardation,  life  skills;  voca- 
tional programs;  job  opportunities; 
easy  access  to  community  resources; 
experienced,  caring  staff;  excellent 
health  care;  annual  fees  among 
nation's  lowest. 
See  ad  on  page  71 

Me'fliark 

Wayland  Road 
Benwyn,  PA  19312 
(610)353-1726 

A  unique  community  of  alternatives 
near  Valley  Forge,  Pa.  Children/ado- 
lescents/ adults  receive  special 
ed/adult  day  programs/  OT/  PT/ 
speech-language/aquatic/pet/  music 
therapy/horsemanship.  Self-help/ 
safety  skills  and  community  involve- 
ment promote  a  more  independent  life 
style. 

See  ad  on  page  52 

Royer-Greaves  School 
for  Blind 

118  S  Valley  Road/PO  Box  1007 
Paoli,  PA  19301-0913 
(610)644-1810 

Approved  school  for  blind.  Community 
home  for  MR  (sighted  or  blind).  Adult 
training  center  Respite.  Immediate 
openings. 
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Marketplace 


Bibs 


Ross'  Bibs— Haco,  Inc. 

PO  Box  5642,  Asheville.  NC  28813 

Call  (704)  274-0075 

Bibs  are  made  of  machine  washable, 

heavy  duty  vinyl.  Large  child  size  is 

$13.95;  smali  adult  size  is  $15.95; 

plus  $2.00  shipping.  Call  for  more 

information. 


DISPOSABLE  •  MOISTURE-PROOF 
REUSABLE  •  PROFESSIONAL  OUALrTY 

Qnmt  tor  Hoim.  Timvti.  School. 
fWfUot  and  Ptcnict . 


100  BIBS  DELIVERED  $9.95 


•  Srfl  «t«Crt»nl  tissue  0^  Itonl  S*J* 

•  Sfpng  k)u<  (Koiy  puuc  t«M>ng 

a  ttij  \0  put  or  and  UKK  Of* 


30"x16" 

P.L  CORP. 

PO  801  2Si7r 

HoiyoKe  MA  0^0*' 


Bulletin  Board 


UNCS-BBSC/OPHP 

535  Race  Street,  #140 
San  Jose,  CA95126 
(408)  294-6933  BBS 
(408)  288-5010  Voice 
Electronic  bulletin  board  housing  hun- 
dreds of  resources  for  families  and 
prof,  caring  for  children  with  special 
needs.  Resource  directory,  file  data- 
base, Internet  mail  and  more!  No  on- 
line charges.  Settings:  N-8-1 ,  up  to 
14,400  baud,  24  hours. 


Equipment  Dealers 


National 

American  Discount  Mouteii  Don  t 

pay  retail!  Fall  savings  on  all  scooters, 
wheelchairs,  ramps  and  cushions. 
Free  Brochure.  (800)  877-9100 

Florida 

Home  Medical  Equipment  Co. 

2137  Fowler  Street 
Fort  Myers.  FL  33901 
(800)  226-0404 

Custom  wheelchairs  and  seating  for 
pediatric  to  geriatric.  On-site  repair 
center.  Rental  cf  1 1  lust  medical  equip- 
ment and  vans. 

Massachusetts 


Atlantic  Rehab.,  inc. 

81  RumfordAve. 
Waltham,  MA  02254-9055 
(617)  894-0069 

Atlantic  Rehab,  specializes  in  Pediatric 
Mobility  and  Seating.  Sales  and  Service. 
Rease  call  for  more  information. 

Maryland 

Choice  Seating  &  Reliab 

501  North  Centre  Street 
Cumberland,  MD  21502 
(800)  327-8713  /  (301)  722-6300 
Serving  Westem  MD,  SW  PA,  and  adja- 
cent WVA.  Custom  W/C,  home  &  van 
lifts,  electric  scooters,  FT  &  OT  on  staff. 
Sales  and  service. 


<  Incontinence 


Access  Medical  Supply 

2006  Crown  Plaza  Drive 
Columbus.  OH  43235 
(800)  242-2460 

Attends  Youth  Briefs  fits  children 
35-75  lbs.  $51 .95/cs  (96),  Free 
Delivery.  Also— Depend,  Serenity, 
other  items.  Manufacturer's  coupons 
accepted.  Free  Catalog! 

Summers  Laboratories,  Inc. 

Collegeville,  PA  19426 
(800)  533-SKIN  (7546) 
Triple  Paste™  for  diaper  rash  and 
chronic  irritation.  Used  at  leading  chil- 
dren's hospitals.  Available  without  pre- 
scription. Gall  now  for  free  treatment 
information.  

Incon  Products  Company 

509  West  9th  Street 

S.  Sioux  City,  NE  68776 

Fax  (402)  494-1744 

We  cam/  a  full-line  of  reusable  diapers 

and  pull  over  plastic  pants.  Available  m 

all  sizes.  Write  for  more  information 

and  FREE  brochure. 


Clothing 


RIchman  Cotton  Company 

1 00%  Cotton  Clothing  &  Blankets 
Easy  to  dress.  Easy  to  see. 
FREE  Catalog.  800-992-8924. 


Cribs  &  Youth  Beds 


HARD  Manufacturing 

230  Grider  Street 
Buffalo,  NY  14215 
(800)  USE-HARD 

The  #1  mfg.  sets  the  standard  for  safety 
in  fiospitals.  21 6  colorful  models  avail- 
able. HARD  will  adap!  products  to  meot 
your  special  requirement. 


Monitoring  Systems 


Care  Electronics 

5741  Arapahoe  Rd..  Suite  2A 
Boulder,  CO  80303 
(303)  444-CARE  (2273) 
WanderCARE  Systems  notify  caregivers 
when  their  wanderer  leaves  home. 
Locate  them  up  to  ONE  MILE  away. 
FREE  catalog! 


Software 


UCLA  Microcomputer  Project 

1 000  Veteran  Avenue/Rm  23- 1 0 
Los  Angeles,  CA  90024 
(310)825-4821 

Catalog  of  dev.  appropriate  software  for 
children  w/disab.  18  mlhs-5  yrs.  Apple, 
Mac.  IBM,  cause/effect,  game  format, 
basic  preschool  concepts 


HANDWRITING  EXERCISES 
TO  MUSIC 

Improve  eye-hand  and 
small-muscle  coordination 

Ancs-1-7     $1.')  95  +  $'2  s  h 
Ape.-^T-up    $19  9.")  +  S'2 

To  order:  CALURODICS 
P.O.Box  663-i  CharloUcsvillc,VA  22^H)<, 
1-800-769-2S9I 

$2  off  with  this  ad 


Toys  &  Hobbies 


1FH(USA)LTD. 

4449  Gibsonia  Road 
Gibsonia,  PA  15044 
(412)444-6400 

FREE  CATALOG!  Fun  and  achievement 
products  for  children  with  special  needs. 
Call  or  write  for  more  information 


Books,  Audio/Vitleo  & 
Educatlohai  Material 


.Videotapes 


Interax  Video  Sign  Language 
Course 

lllu'itrates  1200-t-  signs  based  on 
ASL.  Six  videos  with  6.5  hrs. 
Graphics  provide  reference  of  equiv- 
alent English  word.  Free  Brochure. 
$199  (■i-$4.50  s&h).  Interax  Training, 
Inc.,  PO  Box  473106,  Garland,  TX 
75047-3106,  (800)  242-5583. 


Books  for  Parents 
and  Professionals 


Turtle  Books 

Provide  a  bridge  of  understanding 
for  your  children  with  disabilities, 
their  siblings  &  friends.  Send  for  a 
FREE  Turtle  Book  brochure  to  Jason 
&  Nordic  Publishers,  PO  Box  441 , 
Hollidaysburg,  PA  16648.  Call  (814) 
696-2920  or  FAX  (814)  696-4250. 


Catalogs 


Free— The  NEW  Speckil  Needs 
Project  Book  Catalog 

The  best  books  from  all  publishers 
about  disabilities.  Comprehensive 
resources  for  parents,  children  & 
professionals.  Special  Needs 
Project,  3463  State  Street,  Santa 
Barbara,  CA  93105,  (800)  333- 
6867. 


Free  Book  Catalog: 
The  1994  Special-Needs 
Collection 

features  a  collection  of  valuable 
books  for  parents  on  Down  syn- 
drome, CP,  Autism,  Tourrette  syn- 
drome. Mental  Retardation,  Special 
Education  and  more.  Woodbine 
House  Contact:  5615  Fishers  Lane, 
Rockville,  MD  20852,  (800)  8<'3- 
7323 

To  place  an  ad,  contact 
Bartiara  Nastro  at 
(201)680-4874 


v^yijh  Conversioin^. 
Dealers 


Connecticut 


Drive-Master,  Inc. 

9  Spielman  Road,  Fairfield,  NJ  07004 
(201)  808-9709 

Full  service  mobility  center:  raised 
tops/doors;  drop  floors;  custom  dri- 
ving equipment;  distributors  for  Mobile 
Tech.,  Crow  River  lifts,  Ricon,  IMS,  EZ 
Lock,  and  EMC  touch  pad  systems. 
41  yrs.  of  service  to  the  disabled  com- 
munity. Please  call  for  more  informa- 
tion. NMEDA  member. 

Indiana 
ForwardMotlons 

214  Valley  Street 
Dayton.  OH  45404 
(513)222-5001 

Full-size/Mini-Van  modifications, 
new/used  lifts,  drop  floor,  raised  roof, 
lockdowns,  driving  equip.  NMEDA 
member.  Owned  by  person  with 
disability. 

Kentucky 
Fomvard  Motions 

214  Valley  street 
Dayton,  OH  45404 
(513)222-5001 

Full-size/Mini-Van  modifications, 
new/used  lifts,  drop  floor,  raised  roof, 
lockdowns,  driving  equip.  NMEDA 
member.  Owned  by  person  with 
disability. 


New  Jersey 
Arcoia  Mobliity 

51  Karo  Road 
Caristadt,  NJ  07072 
(201)  507-8500/(800)  ARCOLA-1 
New-Used-Trade-Lease-Buy.  Full 
sized,  mini,  rear  and  side  entry.  We 
carry  products  from  the  following 
manufacturers:  Braun,  KneeKar, 
Vantage,  Ricon,  and  Pick-A-Lift.  If  we 
don't  have  it,  we'll  find  it!  Financing  is 
available.  NMEDA  Member.  Please 
call  for  more  info. 

Drive-Master,  Inc. 

9  Spielman  Road,  Fairfield.  NJ  07004 
(201)  808-9709 

Full  service  mobility  center,  raised 
tops/doors;  drop  floors;  custom  dri- 
ving equipment;  distributors  for  Mobile 
Tech.,  Crow  River  lifts,  Ricon,  IMS,  EZ 
Lock,  and  EMC  touch  pad  systems. 
41  yrs.  of  service  to  the  disabled  com- 
munity. Please  call  for  more  informa- 
tion. NMEDA  member. 
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^OVfs  ScHooC 

For  Children  With  Cerebral  Palsy 

Serving  children  with  multiple  disabilities  resulting  from 
cerebral  palsy  or  traumatic  brain  injury  who  need  compre- 
hensive, individually  structured  programs  that  include: 


*  Physical  Therapy 

*  Occupational  Therapy 

» Speech  and 
Language  Therapy 

*  Communication  Aids 


>  Special  Education 

>  Music  Therapy 

>  Special  Medical 
Attention 

'  Adapted  Recreational 
Activities 


HMS,  open  to  students  two  to  21  years,  offers  all  of  these 
services  and  more.  The  experienced  staff  and  well-respected 
consultants  provide  strong  interdisciplinary  programs  for  day 
and  residential  students  at  the  licensed  private  school. 

For  more  information  write  or  call: 
Diane  L.  Gallagher.  Director 

HMS  School  for  Children  with  Cerebral  Palsy 

4400  Baltimore  Avenue,  Philadelphia,  PA  19104 
(215)222-2566 


Circle  #  39 


The  National  AssQciation  of  Private 
Schools-  for  Exceptional  Children 
^  (NAPSEC) 


founded  in  1971,  NAP6EC  is  dedicated  to 
promot'mq  excellence  in  private  special 
educational  settings  for  exceptional  children. 


NAPSEC 


1522  K  Street.  NW,  Suite  1032 
Washington.  DC  20005 
(202)  40S-333S 
Sherry  L.  Kolbe,  Executive  Director 
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Made  In  USA 


BEAT  THE  HEAT! 

•  Comfort  for  your  child 

•  Peace  of  mind  for  you 

•  Plus,  rain  protection 

The  WeATHERBrEAKER 

Wheelchair/Scooter  Canopy 

800-795-2392 

DIESTCO  Manufacturing 
P.O.  Box  6504  •Chico.CA  95927 


Pat.  5168889  Providing  Comfort  to  Those  iVtio  Want  It! 


New  York 


Areola  Mobility 

51  Karo  Road 
Carlstadt,  NJ  07072 
(201)  507-8500/(800)  ARC0I7\-1 
New-Used-Trade-Lease-Buy.  Full 
sized,  mini,  rear  and  side  entry. 
We  carry  products  from  tine  following 
manufacturers:  Braun,  KneeKar, 
Vantage.  Ricon,  and  Picl<-A-Lift.  If  we 
don't  Fiave  it.  we'll  find  it!  Financing  is 
available.  NMEDA  Member.  Please 
call  for  more  info.  

Drive-Master,  Inc. 

9  Spielman  Road,  Fairfield.  NJ  07004 
(201)808-9709 

Full  service  inobility  center,  raised 
tops/doors;  drop  floors;  custom  dri- 
ving equipment;  distributors  for  Mobile 
Tech,  Crow  River  lifts,  Ricon,  IMS.  EZ 
Locl<.  and  EMC  \ouoh  pad  systems. 
41  yrs.  of  service  to  tine  disabled  com- 
munity. Please  call  for  more  informa- 
tion. NMEDA  member. 

 Ohio 

Forward  Motions 

214  Valley  Street 
Dayton,  OH  45404 
(513)222-5001 

Full-size/Mini-Van  modifications, 
new/used  lifts,  drop  floor,  raised  roof. 
locl<downs.  driving  equip.  NMEDA 
member.  Owned  by  person  with 
disability.  

f  ri-Staite  Moblli^  Equipment  Co. 

940  Cleveland  Avenue  SW 
Canton,  OH  44707 
1-800-343-3150 
and 

2735  Dorr  Street  (rear) 
Toledo,  Ohio  43607 
1-800-345-3150 

New-Used-Trade-Buy  full  size/mini-van 


modifications,  129  years  employees 
service  to  the  disabled  community. 
Trade-ins  welcomed,  financing  avail- 
able. NMEDA  member 


Pennsylvania 


Drive-Master,  inc. 

9  Spielman  Road,  Fairfield.  NJ  07004 
(201)  808-9709 

Full  service  mobility  center,  raised 
tops/doors;  drop  floors;  custom  dri- 
ving equipment;  distributors  for  Mobile 
Tech..  Crow  River  lifts,  Ricon.  IMS.  EZ 
Locl<,  and  EMC  tou.  h  pad  systems. 
41  yrs.  of  service  to  the  disabled  com- 
munity. Please  call  for  more  infomia- 

'i^QiISMiP^JJL^.Tl^PL  

Tri-Stete  Moitiiity  Equipment  Co. 

940  Cleveland  Avenue  SW 
Canton.  OH  44707 
1-800-343-3150 
and 

2735  Dorr  Street  (rear) 
Toledo,  Ohio  43607 
1-800-345-3150 

New-Used-Trade-Buy  full  size/mini-van 
modifications,  1 29  years  employees 
service  to  the  disabled  community. 
Trade-ins  welcomed,  financing  avail- 
able, NMEDA  member 


West  Virginia 


Tri-State  Mobility  Equipment  Co. 

940  Cleveland  Avenue  SW 
Canton,  OH  44707 
1-800-343-3150 
and 

2735  Dorr  Street  (rear) 
Toledo.  Ohio  43607 
1-bOO-345-3150 

New-Used-Trade-Buy  full  size/mini-van 
modifications,  1 29  years  employees 
service  to  the  disabled  community. 
Trade-ins  welcomed,  financing  avail- 
able, NMEDA  memtjer 


coirections 


Correction  to  Manufacturers 
of  Incontinence  Products 
(August  1994)  

G.  HIrscti  and  Company 

1525  Adrian  Rd. 
Burlingame.CA  94010 
(800)  638-8800 

disposable  products  reusable  products 
See  ad  on  page  27 

Direct  Delivery  Services 
Promise  Products 

PC  Box  79603 
Houston,  TX  77279-9603 
(800)  659-8037 

disiKsable  products  reusable  products, 
skin  care  products  deodorizing  prod- 
ucts bedwettingL 


Directory  Additions 


When  we  put  together  the  directory  ot 
M/mJFAcrmRS  or  kjGUfNm  and 
ALTEmm  Communications  Devices  that 
appeared  in  the  May  issue,  several 
important  manufacturers  were  inadver- 
tantly omitted.  They  are: 

Adamlab 

33500  VanBorn  Road 
Wayne.  Ml  48184 
(313)467-1415 

gmr  t^bs 

1030  E.  El  Camino  Real  #308 
Sunnyvale,  CA  94087 
(408)  985-7200 


Superior  Qvality 

Community  Living 
Opportunities 

For  more  than  65  years,  Martha  Lloyd  Community  Services  has  provided  superior  quality 
day,  residential  and  vocational  programs  for  adults  with  mental  retardation.  Located  in  the 
scenic  rural  village  of  Troy,  Pennsylvania,  Martha  Lloyd  has  a  unique  relationship  with  its 
neighbors.  Residents  are  valued  members  of  the  community  and  make  full  use  of  its 
resources.  Few  other  programs  can  offer  such  an  open  and  productive  relationship. 

There  are  five  programs  for  women  (from  semi-independent  to  supportive)  including  one 
specifically  designed  for  mature  women.  A  new  community-based  program  for  men  has 
been  added.  The  program  offers  training  in  home  care  and  maintenance,  budgeting, 
household  management,  and  participation  in  an  established  vocational  program. 

Ail  Programs  Offer  These  Advantages 

•  Life  skills  and  vocational  training. 


Employment  opportunities  at  Martha 
Lloyd  and  in  the  Troy  community. 

Easy  access  to  nearby  community 
resources  including  retail  shops, 
restaurants,  churches,  and  recreation. 

A  caring  professional  staff  experi- 
enced in  working  with  developmental 
disabilities. 


MARTHA 
LLOYD 
COMMUNITY 
SERVICES 


Our  interdisciplinary  team  approach 
assures  continuity  and  consistency  in 
individual  planning. 

Unique  leisure  and  recreational  expe- 
riences in  a  rural  community  setting. 

Excellent  health  care  provided  by 
on-staff  health  professionals  and  a 
community  medical  center. 

Annual  fees  among  the  lowest  in 
the  nation. 


For  Information  Call 

(717)  297-2185 

or  write;  Martha  Lloyd  Community  Services 
190  West  Main  St..  Troy.  PA  16947 
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Standing  Outside  the  Fire 

Country  music  star  Garth  Brooks  has 
made  a  powerful  video  portraying  a 
young  man  with  Down  syndrome.  The 
video,  directed  by  Jon  Small  for 
Brooks'  hit  song  Standing  Oiitside  the 
Fire,  depicts  a  young  man's  desire  to 
compete  in  a  high  school  track  meet 
despite  the  skepticism  of  his  father 
and  coach. 

Inspired  by  wife  Sandy's  volunteer 
work  with  the  Special  Olympics, 
Brooks  chose  to  illustrate  his  video 
with  a  person  eager  and  determined  to 
participate  in  all  aspects  of  life.  "To 
me,  this  song  is  about  passion," 
Brooks  told  Exceptional  Parent,  "and 
one  of  the  most  passionate  things  I've 
ever  seen  is  an  athlete  strivii^g  to  be 


■  ■■  - 

.    ■  ■ 

Country  music  star  Garth  Brooks 
with  actor  Gerard  Fobes  during 
filming  of  the  video  for  Brooks'  hit 
song  Standing  Outside  the  Fire. 
(Photo  courtesy  of  Picture  Vision.) 

his  or  her  best  in  spin?  of  physical  or 
nientai  challenges.  In  this  video,  the 
parents,  in  spite  of  tlieir  differences, 
find  a  common  ground  of  support  for 
their  son  and  help  him  turn  his  dream 
into  a  passionate  reality." 

Gerard  Fobes,  a  28-year-old  Califor- 
nia resident,  was  chosen  to  play  the 
role  of  the  determined  young  athlete. 
Fobes  is  a  former  Special  Olympian. 
Other  Special  Olympic  athletes  were 
also  part  of  the  filming.  Brooks'  pro- 
duction company.  Picture  Vision, 
made  a  donation  to  the  Special 
Olympics  for  every  Special  Olympic 
"extra," 

The  video  can  bo  seen  on  TNN, 
CMT,andVH-l. 

-S.W. 


Publications 

•  Making  the  Most  of  the  Imw:  Edu- 
cation and  the  Child  loith  Disabili- 
ties is  the  first  comprehensive  book 
on  the  educational  rights  of  students 
with  disal)ilities  in  Canada  The  book 
explains  public  school  acts  and  regu- 
lations of  Canadian  provinces  and  ter- 
ritories and  explains  how  to  be  an 
effective  child  advocate.  The  book 
costs  $20  (Canadian),  and  can  be 
ordered  from  the  Learning  DiseibiUties 
Association  of  Canada,  323  Chapel 
St.,  Suite  200,  Ottawa,  Ontario, 
Canada  K1N7Z2,  (613)  235-5391. 

•  The  Candlelighters  Childhood  Can- 
cer Foundation  has  published  The 
Candlelighters  Guide  to  Bone  Mar- 
mw  Transplants  in  Chixdren,  a 
book  that  explains  the  procedure 
and  answe'  many  commonly-asked 
questions. 

Also  available  is  Educating  the 
Child  with  Cancer.  The  publication 
di.scusses  issues  of  communication 
between  families,  school  educators 
and  treatment  centers;  school  re- 
entry; cognitive  effects;  legal  rights 
and  siblings. 

Single  copies  of  botli  books  are 
free  to  parents  of  children  who  have 
cancer;  cost  to  others  is  $7.50. 
Candlelighters,  7910  Woodmont  Ave., 
Suite  460,  Bethesda  MD  20814-3015, 
(800)  366-2223. 

•  The  Alliance  of  Genetic  Support 
Groups  (AGSG),  in  cooperation  with 
the  March  of  Dimes,  has  published 
an  83-page  resour  ce  guide  on  health 
insurance.  The  $10  guide  can  be 
ordered  from  AGSG,  35  Wisconsin 
Circle,  Suite  440,  Chevy  Chase,  MD 
20815,  (800)  3364363. 

•  Published  by  the  mother  of  a  child 
with  attention  deficit  disorder 
(ADD),  Gregory's  Woiid  is  a  monthly 
newsletter  for  parents  who  have  chil- 
dren with  ADD.  The  newsletter 
includes  personal  exi)oriences  of 
parent,s  and  kids,  practical  tips  and 
resources.  Subscriptions  cost 
$20/year.  For  a  free  copy,  send  a 
long,  self-addressed  stamped  enve- 
lope to  Gregory's  Woiid,  1957  Wood- 
mere  Ixiop,  Montgomery,  AL  3()1 17. 

•  Din'Ctions:  Technology  in  Special 
Education  is  a  new  monthly  newslet- 
ter for  parents  and  educators  of  chil- 


dren with  disabilities.  Tlie  newsletter 
provides  technology  tips  for  home 
instruction,  product  descriptions  and 
reviews,  information  on  adaptive  and 
assistive  technology  devices  and 
reports  on  new  Department  of  Educa- 
tion legislation.  Subscriptions  cost 
$9.95/year.  Contact  DREAMMS  for 
Kids,  2763  T^ha  Dr.,  Clearwater,  FL 
34621,  (813)  781-7711  or  through  Com- 
puServe at  74631,3675. 

•  Stories  of  the  Heart:  Inclusion  Tak- 
ing Hold  in  Connecticut  is  a  collection 
of  22  vignettes  that  describe  tlie  build- 
ing of  relationships  between  children 
and  adults  with  disabilities  and  other 
members  of  their  communities.  The 
booklet  costs  $4  and  can  be  ordered 
from  Communitas,  P.O.  Box  374, 
Manchester,  CT  06045,  (203)  645-6976. 

•  Alternately  Speaking  is  a  quarterly 
newsletter  offering  readers  information 
about  augmentative  and  alternative 
communication  (AAC)  issues.  The  pub- 
lication, produced  independently  by  a 
user  of  AAC  technology,  is  available 
from  Augmentative  Communication, 

1  Surf  Way  #215,  Monterey,  CA  93940, 
(408)  649-3050;  $22/year  for  AAC  users 
or  parents  of  children  who  use  AAC; 
$30/year  for  all  others. 

•  Tlie  Area  Child  Amputee  Center 
offers  a  number  of  helpful  booklets  for 
families  and  teachers.  The  three  book- 
lets entitled  Children  With  Limb  Loss: 
A  Handbook  for  Families  are  based  on 
three  general  phases  of  child  develop- 
ment. Book  One  deals  with  birth  to  five 
years;  Book  Two  deals  with  ages  six  to 
twelve;  and  Book  Three  deals  with  ado- 
lescence. Other  titles  include  Children 
With  Hand  Differences:  A  Guide  for 
Families  and  Children  With  Limb 
Ix)ss:  A  Handbook  for  Teachers.  Each 
booklet  costs  $2,  plus  postage  and  han- 
dling— 75")'  per  copy  for  1-3  copies;  50<t 
per  copy  for  4-9  copies.  Available  from 
Area  Child  Amputee  Center,  Mary  Free 
Bed  Hospital  and  Rehabilitation  Center, 
235  Wealthy  St.,  SE,  Grand  Rapids,  MI 
49503,  (616)  454-7988. 

•  The  Alexander  Graham  Bell  Associa- 
tion for  the  Deaf  has  published  a 
brochure  on  cochlear  implants.  The 
brochure  exphiins  how  tlie  implant 
works  and  describes  implant  surgery. 
Single  copies  are  free  from  Publication 
Sales  Department,  A.G.  Bell  Associa- 
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A  ivcent  episode  of  Mistkr  RcxiKii'i' 
NEiannomioon  intmdfuced  young  vietvers 
to  wheel  chair  basket  ball.  Surrounding 
Mister  Rogers  are  (fmm  left)  Darius 
Carlitis,  John  Sihmv,  Ij'ah  Hann  and 
Btndley  Ramaye. 

tion,  3417  Volta  PI.,  NW,  Washington, 
DC  20007-2778,  (202)  337-5220  (V/TTY). 
•  The  National  Technical  Institute  for 
the  Deaf  has  published  Neiv  Solutions 
to  Old  Ptvblems:  Telecommunications 
for  Deaf  and  Hard-of-Hearing 
Employees.  It  offers  a  practical 
overview  of  telecommunication 
options  for  deaf  and  hard-of-hearing 
professionals.  The  booklet  costs  $?, 
and  can  be  ordered  from  R.I.T.,  C?jn- 
piis  Connections  Bookstore,  48  Lomb 
Memorial  Dr,  Rochester,  New  York 
14623-5604. 


Encyclopedia  Articles  in  Braille  i 

Seedlings  Braille  Books  has  I 

announced  a  new  free  service —  | 

World  Encyclopedia  articles  in  Braille.  I 

Seedlings'  computers  will  translate  I 

requested  articles.  Call  (800)  777-8552  | 

and  give  your  topic,  name,  address  and  j 

phone  number  The  printout  will  be  i 

mailed  to  you  within  five  business  : 

days.  Seedlings  is  a  non-profit  corpora-  | 

tion  dedicated  to  providing  low-cost  : 
Braille  books  for  children. 

! 

Developmental  Delay  Survey  | 

The  Developmental  Delay  Registry  ■ 
(DDR)  is  conducting  a  survey  to  deter-  ] 
mine  any  apparent  cause-and-effect  | 
relationships  in  children  diagnosed  j 
with  severe  developmental  delays,  j 
including  autism  and  pervasive  devel-  I 
opmental  disorder  The  survey  can  be 
completed  in  about  10  minutes.  Tlie 
registry  hopes  to  gather  information  on 
1,000  children.  If  you  are  interested  in 
participating,  contact  Patricia  S.  Lemer, 
DDR,  PO.  Box  12394,  Silver  Spring,  Md. 
20908,  (301)  924-3060.  The  survey  can 
be  accessed  on  CompuServe  in  the 
ADD  Forum,  TS/PDD/Autism  Library. 
Names  of  participants  are  requested, 
but  not  required. 


I  j 

Reader  Survey  j 

Early  this  year,  we  mailed  a  sur- 
vey to  some  of  our  subscribers;  I  j 
many  responded  by  telling  us  i  j 
about  themselves  and  their  fami-  '  ; 
lies.  We  were  pleased  to  learn  that  I  | 
most  of  our  subscribers  read  I  ! 
every  page  of  each  issue,  often  ;  ' 
i   spending  more  than  an  hour  in  the  i 
I  process.  We  also  learned  that  86  '  i 
I   percent  save  their  issues;  others  j  j 
I  pass  them  along  to  friends.  Our  '■ 
I   readers  also  told  us  that  their  chil-  1  ' 
I   dren  are  likely  to  need  extra  help  j 
in  self-care,  communication,  I 
mobility,  computer  technology  ■ 
and  recreation.  ! 

We  appreciate  this  feedback,  i 

but  we  remain  frustrated  by  the  ' 

fact  that  many  parents  and  profes-  ; 

sionals  do  not  know  about  our  I 

magazine.  Please  heljTus  spread  | 
the  word  by  sending  a  note  to  the 
acquisitions  librarian  at  your  local 
public  library  and  by  encouraging 
subscriptions  among  the  profes- 
sionals who  are  involved  with  you 
and  your  child. 

—S.D.K.  I 


"Now  I  can  see  my 
beauttfitl  daughter 
flourishing  and  making 
progress  that  I  never  thought 
possible!  Thank  goodness  for 
a  place  like  this  school" 

-Parent 

Intensive  Program 


When  you  feel  that  there  isn't  any  answer, 
when  you  feel  there  are  no  other  options 
available,  DONT  CUVE  UP!  Our  Intensive 
P'rogram  makes  a  difference  for  students 
with  serious,  challenging  behaviors. 
We  accept  students  who  require  the 
specialized  care  that  other  schools  just 
cannot  provide.  We  give  our  students 
stateof-theart  educational  and  residential 
progranns  free  of  painful  aversives  and 
excessive  medication. 
Many  of  our  students  arrive  at  the  New 
England  Center  for  Autism  after  having 
had  a  long  history  of  rejection  and  failure. 
With  us  they  receive  intensive,  positive, 
behaviorally  oriented  treatment  that  focus- 
es on  developing  the  coping  skills  and 
appropriate  behaviors  \Mq\\  enable  them 
to  live  and  wori<  successfully  with  mini- 
mum support  Intensive  Program  students 
participate  in  the  full  range  of  academic, 
community,  and  recreational  activities  pro- 
vided for  all  of  our  students. 


Lei  The  New  En^and  Cento- for 
Autism  make  a  positive  difference  in 
your  child's  life. 

For  more  infonnation  on  our 
Intensive  Program,  please  contact 
Catherine  M.  Weldi,  MEd,  Director  of 
Admissions. 


Th-;  New  England  Center  for  Autism 
33  Tumpilce  Road,  Southl>oro,  MA  01772 
(508)481-1015 

Just  20  mi'/es  froin  Boston 
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LIVING  AND  LEARNING 
IN  THE  COMMUNITY 

With  its  unique  nnxlel,  The  Evert,Teen  Center  has  a  hist  on-  of  successtully 
transitionins  stuJcnts  to  less  Intensive  community  settings. 

EN  Crpreen  students  live  in  actual  community  settings  tra\  elin!>  to  ami  from 
schixil  each  Jay  through  the  Blackslmie  \'allev  (MA)  countryside.  With 
trained  professionals,  they  learn  basic  skills  in  the  clas.srixim,  in  the 
community  and  in  their  residence. 

Students  receive  viKational  training  and  experience  real  work  opportuni- 
ties. Students  are  supported  with  Iv'^avior  development  programs,  medical 
and  family  ser\  ices,  and  physical,  speech,  or  i.x:cupational  therapy. 

Our  Students'  Challenges 

♦  Autism  *  Hearing/Sight  Impainnent 

♦  Mental  Retardation  ♦  Severe  Maladapti\e  Behavior 

♦  Physical  Disability 

Tlie  Evergreen  Center  is  a  licensed,  priv  ate,  non-protit  residential  schixil 
offering  students  and  their  families  from  across  the  countr\'  and  abroad 
residential  programming  12  months  a  year.  For  more  information  call  or 
wTite  Robert  F.  Littleton,  Jr.,  Executive  Director. 

EVERGREEN  CENTER 

345  Fortune  Blvd.,  Milford,  Massachusetts  01757 
1-508-478-5597 
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Did  I  Hear  You  Say  Help? 


National  Christian 
Rtsourcs  Center  on 
Mental  Ratardatlon 

a$arvlceol: 

Betliesda 

LUTHERAN  HOMES 
AND  BERVICeS,  INC. 

700  Hoffman  Dr. 
Watertown,  Wl  53)94 

A.L.  Napditano 
Executive  Director 

Call  1-800-389-INFO 


□  Are  you  looking  for 
appropriate  services 
for  yourself,  your  family 
member  or  client? 

□  Would  you  like  to 
obtain  information  on 
religious  services  and 
materials  offered  by 
specific  faith  groups 
and  Bethesda? 


Then  call  our  toll-free  hotline  1-800-369-INFO. 
We  offer: 

•  Lists  of  serviceiJ  in  specified  ceographic  areas. 

•  Referrals  to  advocacy  and  support  groups. 

•  Referrals  to  religious  education  programs. 

•  Lists  of  religious  materials. 

Bethesda  offers  workshops  and  resources  to  help 
you  build  parish  ministries  which  fully  include 
persons  with  disabilities  and  their  families.  For 
more  information  call  1 -800-369-INFO. 
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SOUTH  CAROLINA 


THdent  Academy 

1 455  Wakendaw  Road 
Mt.  Pleasant,  SC  29464 
(803)  884-7046 

Boarding  and  day  students  with  learn- 
ing disabilities  in  grades  K5-1 2. 
A  structured  individualized  learning 
environment. 


SOUTH  DAKOTA 


Children's  Care  Hospital 
and  School 

2501  W  26th  Street 
Sioux  Falls,  SD  57105-2498 
(605)  336-1840/(800)  584-9294 
A  private,  non-profit  facility  vi'Ah  out- 
reach, outpatient,  day  school  and  resi- 
dential services  for  children  from  birth 
through  age  21  who  have  disabilities 
or  chronic  illnesses.  Our  multi-discipli- 
nary teams  provide  family-centered 
services  based  on  each  child's  needs. 


Willow  River  Farms 

PO  Box  450,  San  Felipe,  TX  77473 
(409)885-4121 

Organic  farming  &  artisan  community 
meeting  the  special  needs  of  adult 
men  &  women  with  mental  retarda- 
tion. Beautiful  rural  atmosphere. 
See  ad  on  page  S6 


Faith  Mission  Home 

HCR1  Box114 
Free  Union,  VA  22940 
(804)985-2294 
Res.  care  and  training  center  for 
ambulatory  MR  or  brain-injured  chil- 
dren and  young  adults  located  in  Blue 
Ridge  Mountains. 


Chileda  Habilitatkm  Institute 

1020  Mississippi  Street 

La  Crosse,  Wl  54601 

(608)  782-6480 

Fax  (608)  782-6481 

Residential  treatment  for  youths  with 

severe  mental  &  physical  disabilities, 

closed  head  injuries  &  challenging 

behaviors. 

See  ad  on  page  63 

St  Coletta  School 

W4955  Highway  18 
Jefferson,  Wl  53549 
(414)674-4330 

Year-round  res.  program,  in  academe 
instruction  and  pre-vocational  training 
for  MFl/DD.  Adult  res.  facility.  Long 
term  opportunity  for  care. 
See  ad  on  page  58 


Con  versa  i  ion  Sof  t  ware  for 
'Re(0  ContrniitHication 


Talk:Aboul 


Talk:Abour 

AAC  solution  for  your  Macintosh® 

New  Era  for  Non-Speaking  Persons 

•  conversation  foundation 

•  fast  &  efficient 

'share  opinions  and  stories 

DON  JOHNSTON  800.999.4660  USA  CANADA 
uMiMMi.BiMiBmmi    708.528.2682  USA  GLOBAL 

c;all  f<.>r  a  JoimiiiMt ritt i<.>i-i  clisU 
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Finally,  education  on  video  tape  to  help 
parents  help  their  children  with  special  needs. 

Through  this  ad  parents  will  receive  over  40%  discount  from 
the  clinical  catalog  prices.  The  following  tapes  can  now  be 
purchased  by  parents  for  $39.95  through  Exceptional  Parent. 


Potty  Learning  For  Children  Who  Experience  Delays, 

by  Susanne  R.  Hays,  M.S.,R.N.,C.R.R.N. 

This  video  presents  a  unique  developmental  approach  to  supporting  the  child 
in  learning  independence  in  the  management  of  "bathroom"  skills.  Specific 
areas  covered  include  readiness  for  potty  learning,  parent  responsibilities,  child 
responsibilities  and  how  to  implement  a  successful  program.  ED  077OD 


Effective  Intervention  For  Self-Feeding  Success, 

by  Christine  A.  Nelson,  Ph.D.,OTR. 

Learn  this  step  by  step,  reverse  chaining  method  of  teaching  feeding  to  mentally 
retarded  &  physically  limited  children.  An  effective  and  easy  to  follow  program 
for  parents  which  provides  the  tools  needed  to  be  successful  in  moving  your  child 
toward  independent  self-feeding.  Applicable  to  children  of  all  ages.  ED  078OD 


Massage  For  The  Infant  With  Developmental  Disabilities, 

by  Susanne  R.  Hayes,  M.S.,  R.N.,  C.R.R.N. 
Certified  Infant  Massage  Parent  Instructor. 

This  video  will  show  parents  how  to  stroke  their  infants  and  children  with 
special  attention  to  methods  which  honor  the  infant's  individual  concerns. 
A  valued  resource  for  every  parent  to  assist  their  child's  development. 

ED  079DD 


Mail  to:  Exceptional  Parent,  Dept.  EP9409.  PO.  Box  8045.  Brick.  NJ  08723 
Or  call  1-(800)  535-1910 
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TITLES  &  ORDER  NO. 


UNIT  PRICE 


Near  Normal  Feeding  For  Infants  With 
Oral-Facial  Anomalies, 

by  Susanne  R.  Hays,  M.S.,  R.N.,  C.R.R.N. 

Nippling  for  infant's  born  with  cleft  lip  and/or  palate 
can  be  very  difficult. Because  of  this  anomaly  of  oral 
structure  the  normal  feeding  process  is  affected.  Infants 
can  fail  to  thrive  very  soon.  This  video  outlines  the 
common  variations  of  oral  defects,  feeding  concerns 
inherent  with  each  type  and  easy  intervention  strategics 
"  0'  "arents  can  follow.  ED  080OD 
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'  '  New  PRODueTS 


INFANT  MAZE 

The  Infant  Maze  is  a  freestanding 
playground  that  can  be  used  by 
infants  six  to  18  months  of  age, 
with  or  without  disabilities.  This 
compact  system  includes  interac- 
tive activity  panels  \vith  alu- 
minum handles  to  encourage 
mobility,  stimulate  the  senses 
and  develope  physical  skills. 
Landscape  Structur«8,  Inc.,  Delano,  MN  55328. 
Circle  *  255 


SPECIALTY  SEATING  SYSTEMS 

Kids  can  use  this  ac^ustable  seat- 
ing and  table  system  in  therapeu- 
tic, educational  and  home  environ- 
ments. Back  ac^ustnient,  tilt  in 
space,  seat  pan  ac^ustments, 
ac^ustable  leg  heights,  ac^ustable 
pommel  and  a  lap  belt  are  stan- 
dard chair  features.  Optional  fea- 
tures include  a  shoulder  harness, 
feeding  tray  and  seat  cushions. 
Designabilities,  Inc.,  Millbuiy, 
MA  01527. 
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GUS!  MULTIMEDIA  SPEECH  SYSTEM  FOR  WINDOWS 


I 


Acdom 

Ualhroora 

r? 

'F 

rood 

Ganw 

HnuKchold 

Music 

Peopl* 

Rai.la'ji*nt 

This  multimedia 
augmentative  com- 
munication device 
features  access  to 
mainstream  soft 
ware  applications; 
customized  but- 
tons; CD-quality 


sound,  iiicludir.g  sound  effects  and  music;  user-defined 
symbols;  switch/scanning;  a  mouse  which  may  be  used 
as  a  switch  interface  and  built-in  programs.  Tliis  state-of- 
the-art  system  is  designed  to  evolve  along  with  the  user's 
abilities  and  education.  There  is  no  limit  to  the  number 
of  screen  layers  the  user  may  develop.  For  DOS-based 
computers  with  Microsoft  Windows  version  3. 1  or  later 
and  a  Sound  Blaster-compatible  sound  device. 
Gus!  Communications  Inc.,  Richmond,  British  Colum- 
bia V7C  2G6. 
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KID  KEYS 

Little  fingers  some- 
times need  bigger 
targets;  Kid  Keys 
provides  them.  This] 
keyboard  for 
preschool-  and  pri- 
mary-school-aged children  has  one-inch-square  letter 
and  number  keys  and  a  two-inch-square  return  key.  Let- 
ters are  arranged  alphabetically  to  reinforce  learning  the 
alphabet  Bright  colors  and  large  labels  also  help  chil- 
dren to  distinguish  the  keys.  No  special  software  is 
needed  to  use  the  keyboard,  which  is  compatible  with 
PC/AT  386  or  486  computers. 
Greystone  Digital,  Huntersville,  NC  28078. 
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THE  VAIL  2000  ENaOSED  BED 

'MH^^^^WM       children  who 
require  a  restrained 
environment,  this  mov- 
able unit — complete 
with  a  mattress,  frame, 
canopy  cover,  border, 
pads  and  covers — may 
be  used  to  provide  a 
protected  perimeter 
while  still  allowing  the  child  free  movement  and  visibility 
of  his  or  her  surroundings.  The  head  of  the  bed  can  be 
raised  and  lowered,  and  all  removable  components  are 
machine-washable.  The  borders  and  skirts  come  in  a 
variety  of  bright  colors  and  patterns. 
VaU  Products,  Inc.,  Toledo,  OH  43605. 
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PROTOCOL-CE 

The  Protocol-CE  is  the  answer  for  wheelchair  users  inter- 
ested in  working  in  clean  rooms,  laboratories  and  sterile 
woi^k  areas.  Already  in  use  in  the  semiconductor  industry, 
this  manual  wheelchair  witli  one-piece  construction, 
coated  frame  and  low-contamination  bearings  is  ideal  for 
science  students  or  young  adults  who  \vish  to  work  in 
controlled  environments.  All  components  of  the  chair  are 
designed  to  be  resistant  to  corrosives,  cleaning  agents 
and  contamination.  Each  chair  is  individually  inspected, 
cleaned  and  double-bagged  prior  to  shipping.  A  specially- 
designed  clean  room  garment  is  also  available. 
Forth  Research,  Inc.,  Scottsdale,  AZ  85257. 
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TtieABLEDATA  database  of  assistive  technology  arid  rehabilitation  equipment  contains  information  on  moiv  than 
1{),0(X)  listings  ofpnrdnctsforpcrsoyis  of  all  ages  who  have  a  physical,  sent^oiy  orcognitive  disability.  'Die  pwdiicts 
above  weiv  chosen  for  inclusion  on  this  page  by  the  AliLEDATA  sti(if  based  on  their  specific  applicability  to  ordesiffnfor 
ehildmi  with  disabilities.  For  vioiv  inl'orination  on  as.sistive  devices,  or  to  submit  product  information  for  inchision 
in  the  database  (and  po.ssible  inclusion  on  this  page),  please  contact  AliLEDATA,        Colesville  Rd.,  Ste.  935,  Silver 
Spring,  Ml)  2091()-!}319,  (8(X))  227-0216,  V/TDD,  (.Wl )  5S8-9284,V/TDD  or  (SOI)  587-1967,  FAX. 
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CENTER  FOR  CHILDREN  WITH  CHRONIC  ILLNESS  AND  DISABILITY 
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Child  Care: 

Who  Cares  for  the  Children  with 
Chronic  Illness  and  Disability? 

Historically,  child  care  (or  daycare)  has  been  treated  very 
differently  than  education.  While  schools  are  mandated  to 
provide  educational  programming  for  children  with  special 
health  care  needs,  parents  are  responsible  for  providing 
daycare. 


So  what  happens 
when  children  from  birth 
to  three-years-old  need 
early  intervention 
services? 

That's  one  of  the 
questions  researcher, 
Lynne  M.  Lent,  set  out  to 
answer  in  her  regional 
study  of  "Child  Care  for 


Children  with  Special 
Needs  from  Birth  to 
Three  Years."  Slie  found 
mounting  evidence  that 
early  intervention 
appears  to  be  most 
effective  when  it  is: 

■  part  of  a  child's  daily 
routine,  and 

■  when  the  family's 
basic  needs  are  met. 


What  she  found  is, 
regardless  of  the 
potential  effectiveness, 
child  care  is  seldom 
included  in  early 
intervention  services. 

Like  most  parents  in 
the  U.S.  today,  child  care 
is  a  critical  issue  for 

Child  Care 
Turn  to  page  78 


INSIDE 


The  Center  for 
Children  with 
Chronic  Ilhiess  and 
Oisability  is  learning 
a  great  deal  about 
children  with  chronic 
illness  and  disabilities, 
their  families,  and  the 
political,  healtihi  care, 
and  policy 
environments  that 
affect  their  care.  To 
reach  as  many 
families  as  we  can,  we 
join  with  Exceptional 
Parent  to  publish 
Children's  Health 
Notes  to  define  the 
environment,  raise 
questions,  identify 
strategies,  or  provide 
clarification  of  issues 
that  are  critical  to 
providing  care  for 
children  with  special 
needs  and  their 
families. 


DEFINITION 


Child  care, 
including  all 
forms  of  daycare, 
is  provided  by 
child  care 
professionals, 
family  members  or 
friends  of  the 
family,  and  may 
occur  in  family 
daycare  homes, 
child  care  centers, 
or  nursery  schools 
with  or  without 
extended  daycare. 
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Children's  Health  Notes  i$ 
published  periodically  and  is 
made  possible  through  Grant 
HmB90012  from  the  National 
Institute  on  Disability  and 
Rehabilitation  Research.  The 
opinions  expressed  do  not 
necessarily  reflect  the  t'icu's  of 
the  University  of  Minnesota  or 
its  funding  sotirces. 


Children's  Health  Notes 
Box  721 
420  Delaware  St.  SE 
Minneapolis,  MN  SS455 
(612)  626-4032  V 
(612)  624-3939  TDD 


Child  Care 
From  page  77 

families  with  children 
who  have  special  health 
care  needs,  and  it  may  be 
even  tougher  to  find. 
However,  it  appears  that 
the  benefits  of  placing 
children  with  chronic 
illness  or  disabilities  into 
the  least  restrictive  child 
care  setting  far  outweigh 
the  barriers.  Lent  reports 
one  success  story: 

Amy  is  a  bright, 
active  child  who  was 
born  two  months 
prematurely  and 
diagnosed  with  cerebral 
palsy  and  seizures.  Her 
child  care  providers 
remember  thnt,  when 
Amy  started  child  care, 
her  physical  therapists 
came  to  the  center  and 
provided  instruction 


about  appropriate 
exercises  and  activities. 
"Open  communication 
and  commitment  from 
everyone — parents, 
teachers,  therapists  and 
even  the  bus  driver — 
made  this  a  very 
successful  experience," 


the  care  provider 
explained.  Today,  Amy,  a 
high  school  student, 
works  as  an  assistant  at 
that  same  child  care 
setting.  She  is  bright, 
enthusiastic,  and  is  great 
with  young  children. 

There  is  no  doubt, 
when  parents  and  child 
care  providers  are 
committed  to  including 
all  children  in  daycare, 
everyone  wins. 

Providers  respond 
to  questionnaire 

Many  providers  said 
they  believe  that  having 
children  with  special 
needs  had  a  positive 
effect  on  all  the  children 
g  enrolled  in  daycare.  They 
^  believe  having  children 
I  with  special  needs  helped 
"  both  children  and  adults 

o 

°  to  accept  differences 
among  people. 

Still,  more  than  one- 
third  who  responded  to 
Lent's  survey  believe  that 
the  needs  of  children 
with  chronic  conditions 
caused  the  other  children 
to  be  "short-changed." 
Some  reported  that 

Child  Care 
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Where  do  they  go  for  child  care? 


Small  family  child  care  home 
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care  centers 

ursery  school 

Ick  child  care 
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V/ho  trains  child  care  providers? 


Child  Care 
From  page  78 

parents  withdrew  their 
able-bodied  children 
from  the  child  care 
program.  Some  expressed 
concern  about  behavior 
problems.  Still  some  did 
not  know  how  to  keep 
children  from  making  fun 
of  the  child  with 
disabilities. 

Clearly,  the 
perceived  barriers  to 
providing  care  for 
children  with  chronic 
illness  or  disability  could 
be  improved  through 


RESEARCHER 


Lynne  M.  Lent,  OTR, 
is  an  occupational 
therapist  finishing  a 
masters  degree  in  tite 
School  of  Public 
Health  at  the 
University  of 
Minnesota.  The 
material  written  here 
is  based  on  her  paper. 
Child  Care  for 
Children  with  Special 
Needs  from  Birth  to 
Three  Years.  Copies  of 
the  complete  study 
are  available  in  hard 
copy  or  n  disk: 
Specify  either 
Microsoft  Word  for 
Macintosh  or  Word 
Perfect  for  PCs.  Please 
send  your  request  and 
$10.00  to  Peggy  Mann 
Rineheurt,  Director  of 
Communications, 
Center  for  Children 
with  Chronic  Illness 
and  Disability-CHN, 
Box  721,  University  of 
Minnesota,  420 
Delaware  St.  S.E., 
Minneapolis,  MN 
55455. 


training;  however, 
currently,  most  training 
of  providers  is  done  by 
the  family.  Lent's 
summary  calls  for 
including  child  care 
providers  in  the  IFSP 
(Individual  Family 
Service  Plan)  loop. 

When  asked,  those 
who  provide  child  care  to 
families  with  children 
who  have  chronic  illness 
or  disability  say  they  are 
often  left  out  of  the 
development  of 
Individual  Family  Service 
Plans  (IFSP). 

When  asked,  the 
same  providers  would 
like  to  be  a  part  of  the 
planning  team  and 
would  like  be  trained  to 
work  with  children  with 
special  needs. 

Lent  sent  surveys  to 
1,014  licensed  providers 
in  one  metropolitan 
county  in  Minnesota;  she 
received  304  responses. 

She  asked  providers 
21  questions  that 
included  descriptions  of 
the  child  care  setting, 
services  provided  to 
children  with  special 
needs,  participation  in 
the  IFSP  process. 


communication  and 
overall  satisfaction.  She 
also  asked  for 
recommendations  to 
improve  a  provider's 
ability  to  service  children 
with  special  needs. 

Parents  Respond 

Parents  of  children 
with  special  needs  who 
responded  to  this  survey 
preferred  small  and  large 
family  daycare  to  center- 
based  daycare.  By  and 
large,  they  found 
providers  through  the 
grapevine  rather  than 
using  child  care  resource 
and  referral  services. 

Families  report  that 
the  type  and  severity  of 
their  child's  condition 
had  little  to  do  with  the 
success  of,  or 
disenchantment  with, 
child  care.  Rather,  they 
credit  communication 
and  commitment.  When 
child  care  providers  are 
committed  to  including  a 
child  with  special  needs 
into  their  program,  and 
vhen  they  communicate 
with  all  the  parents  and 
children  in  the  program, 
and  when  the  program  is 
made  convenient,  they 


are  successful.  Lent 
surveyed  parents  of 
children  enrolled  for  at 
least  two  months  in  an 
early  intervention 
program  for  children 
from  birth  to  three  years. 
Forty  nine  (of  180  surveys 
sent)  were  returned. 

What  Can  Be  Done? 

Clearly,  daycare  and 
early  inter\'ention  need  to 
be  linked.  One  way  is  for 
families  to  ask  their 
daycare  providers  to 
attend  the  IFSP  meetings 
along  with  the  rest  of  the 
team. 

In  addition,  all  states 
accepting  Part  H  funding 
are  required  to  form 
state-  and  community- 
level  interagency 
councils.  These  are 
formed  in  many  different 
ways.  In  Minnesota,  for 
example,  there  is  a 
Governor's  Coordinating 
Council  on  Early 
Childhood  Intervention. 
Councils  like  these 
should  include  not  only 
publicly-funded 
programs  like  Head  Start, 
but  private  child  care 
rgen:ies.        child  Care 
Turn  to  page  80 
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Provider,  Family  and  Early  Intervention: 

A  Working  Together  Checklist 

Here's  a  checklist  of  questions  that 
parents  with  children  who  have 
chronic  illness  or  disabilities  can  use 
when  working  with  their  child  care 
providers  and  early  intervention  staff. 
Use  this  to  help  formalize  the  roles 
and  responsibilities  of  each  person 
involved  in  providing  child  care. 


/  How  do  the  family 
and  the  child  care 
provider  communicate? 

Some  families  like  to 
use  notebooks  that  go 
back  and  forth  to  the 
child  care  provider. 
Others  prefer  brief  daily 
conversations  and 
vifeekly  or  bivifeekly 
conferences. 

/  What  happens  when 
something  goes  u^rong? 

Some  families  write 
instructions  for  the  child 
care  provider  in  case  of 
an  emergency.  This  can 
include  what  to  do  in  the 
event  of  a  seizure  to  more 
complicated  events.  It  can 
detail  which  doctor  to 


call,  how  to  transport  the 
child,  which  medications 
to  give,  and  how  to 
contact  the  parents.  Some 
families  rent  or  buy 
"beepers"  so  they  can  be 
easily  contacted  in  the 
event  of  an  emergency. 

/  How  do  the  child  care 
provider  and  early 
intervention  team 
(including  therapists, 
social  workers,  and 
others)  communicate? 

You  might  want  to 
ask  your  child  care 
provider  to  become  a 
member  of  the  early 
intervention  team. 

/  Who  teaches  the  child 
care  provider  about  the 
needs  of  the  child? 


What  Happens  Next? 


Are  there  video  tapes 
available  from  your  local 
or  regional  parent 
training  program  or  from 
condition-specific 
organizations  like  the 
Epilepsy  Foundation? 
Can  your  child  care 
provider  attend 
continuing  education 
programs  along  with 
other  early  intervention 
specialists? 

How  will  any  extra 
cost  of  providing  care  be 
covered? 

Many  child  care 
providers  are  concerned 
that  the  staff-to-child 
ratios  needed  to  stay  in 
business  reduce  their 
ability  to  include  children 
with  special  health  care 
needs  into  child  care 
programs.  Check  with 
your  county  social 
worker  or  early 
intervention  coordinator 
to  see  if  there  are  any 
funds  available  through 
your  state  or  county  to 
assist  your  child  care 
provider  in  making 
modifications. 


Explore  ways  to 
include  child  care 
providers  into  the 
IFSP. 

Encourage  early 
intervention 
personnel  to  provide 
consultation  and 
technical  assistance 


to  child  care 
providers. 

■   Teach  IFSP  team 
members 

collaboration  skills. 

II    Develop  programs 
that  assist  families  in 
locating  and  selecting 
quality  programs. 


Child  Care 
From  page  79 

Fourteen  national 
early  childhood 
organizations  have 
formed  "LINKS," 
Linking  Networks  for 
Kids  to  promote 
comprehensive  services 
and  supports  for 
developmen  tally 
vulnerable  young 
children  and  their 
families.  They  hope  to: 

■  increase  knowledge, 
awareness,  and 
availability  of  critical 
resources  and  programs; 

■  identify  and 
disseminate  successful 
strategies  for  using  those 
programs; 

■  inform  government 
administrators,  planners 
and  policymakers;  and 

■  promote  policy 
changes  at  the  federal, 
state  and  community 
levels. 


Child  care  is  still  a  "parent"  driven  issue.  Here  are  some 
recommendations  that  will  increase  the  inclusion  of  young 
children  into  child  care: 

Provide  pre-ser\  ice 
and  in-service 
training  programs  for 
child  care  providers. 

Develop  more 
equitable  funding  for 
child  care  programs 
that  include  children 
with  chronic  illness 
and  disability. 


The  Center  for 
Children  with  Chronic 
Illness  and  Disability 
was  established  in 
October,  1989,  and  is 
housed  at  the 
University  of 
Minnesota.  The 
organization  is  a 
research  and  training 
center  dedicated  to  the 
study  and  promotion 
of  psychological  and 
social  well-being  of 
children  with  chronic 
conditions  and  their 
families. 
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life  Planning 
Should  Be 
Tfeam  Effort 


Every  month.  Estate  Planning  for  Persons 
with  Disabilities  (EPPD)  provides 
essential  information  and  guidance  to 
hundreds  of  families  w,ith  a  son  or 
daughter  who  is  disabled,  Our  national 
network  of  attorneys  and  estate  planners 
helps  todevelopcomprehensive  life  plans 
including  wills,  special  needs  trusts, 
guardianships,  advocacy,  balancing 
private  and  government  benefits.  EPPD 
provides  FREE  initial  interviews  to 
determine  needs  and  FREE  group 
seminars  for  parents.  EPPD  is  not  a 
guardianship  or  master  trust,  but  assists 
parents  in  locating  serv  ices  necessary  to 
provide  a  secure  future  for  their  loved 
one.  Call  today  to  receive  a  FREE 
brochure  and  the  location  of  your  nearest 
EPPD  representative. 


Richard  W.  Fee 
Executive  Director 

National  Office 
1200  Corporate  Drive  /  Suite  3i0 
Birmingham.  Alabama  J5242 

800-448-1071 


ESTATE 
PLANNING  FOR 
PERSONS  WITH 
DISABILITIES 

A  Division  01  Protective  Life 
Insurance  Company 


Circle  #  26 

Jlljustassasytouse. 


Obviously,  a  computer  program 
can't  take  the  place  of  a  good  teacher. 
But  the  Early  Learning  series  from 
Marble.sofi  is  a  loo!  that  helps 
teachers  keep  learning  fim  for  carlv 
elementary  and  special  education 
students. 

The  software  is  easy  to  use  -  for 
both  the  student  and  the  lea-hcr  And 
when  used  with  a  speech  s)nlhcsi/cr, 
there's  the  added  advantage  of  a 


human-.sounding  voice  that  praises 
right  answers  and  gently  encourages 
the  student  after  wrong  ones. 

For  more  information  and  a 
complete  pnxluci  catalog,  please  call 
(612)  755-1402. 

MARBLESOFT 


i.'iOl  Cph'm,  ■.  r;i  B,j.,,„  ffn  1,^1, 


Circl«#15 


Models  Available  Now 

BIGFOOT 


provides  freedom  and  indepen- 
dence. Fully  equipped  with 
electronic  controls,  tiiese  play 
vehicles  provide  an  enjoyable 
way  for  a  youno  child 
with  a  disability  to 
team  important 
developmental 
skills. 


Allfivemodeisofferavarietyof    ^^^^^     S3  HH 

etectronlc  control  systems  each  ^"^1^ 

^^'^„'^l!IS?'!*P*"'°^"^<^''»y^  Fbrmaximum 
optional  nmote  cortrol  override  switch  enables  a  oarentw 
o«wadu»  to  supervise  vehicle  operalk)n,SpS5^S^^^ 

1  -800-950-51 85 

Innovative  Products.  830  S.  48th,  Grand  Forks,  ND  58201 

Photo  u—d  by  pwmlulon  BIgfoot  4  X  4  Inc.  St  IjmK,  KX> 


Circle  #  42 


REHABILITATION  PRODUCTS 

HctureQfFun! 


The  best  Europe 
has  to  offer  at 
American  prices. 

Three  different 
styles  in  various 
sizes  for  all  ages. 
Call  or  send  for 
our  new  color 
catalog. 


VlSA-MasterCard  Now  Available 
CALL  TOLL  PREE  1-800-306-6777 

P.O.  Box  1364  CuMKRUND,  Mauvmw  21502  •  301-759-3525 
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L  Library 
!  You  can  order 
any  of  the 


books  listed  here 
with  the  coupon 
below  or  by  calling 
(800)  535-1910 


flTTENTl&K  WiaT  DISORDER 


At*ention 
Deficit 


Disorder 

•OenWLWoaitMW)  • 


Attention  Deficit 
HYPERAcnvmr 
Disorder:  mat  Every 

Parent  Wants  to  Know 

D.WODRICH 

Prepares  parents  for  at  home 
and  at  school,  empowers  and 
reaffirms  parents  of  their  role. 
PB070AD  $19.95 


AUTISM 


III  il  sileitr 


I  lii'tii  nil  lilltM' 


Ol3T  OF  SiLBNCE 

a  Journey  into  language 

Rl'SSELL  NUBTIN 

A  heartfelt  account  of  an 
autistic  child  struggling  to 
gain  the  gift  of  speech,  expos- 
ing the  depth  of  the  mind  and 
heart. 

HH083AM  $22.50 


Reaching  the 
Aunsnc  Child 
Mabtin  Kozloit 
Focuses  on  a  parent  training 
program  that  shows  how  to 
improve  the  environment  of 
the  autistic  child. 
BL0630D  $M"95 


EDUCATION  . 


Activities  for 
Developing  Pre-skill 
Concepts  in  Children 
sTJX  WITH  AunsM 

"o    \  BYTosiFuiwras 
— "  Each  activity  is  designed  to 

tell  educators  what  they  are 
doing,  why  they  are  doing  It 
and  what  materials  they  will 
____P,„p^    need  to  teach  the  activity. 
The  activities  are  adaptable  for  children  of »"  l^vek 

PEoasoD 


Adaptive  Plav 
FOR  Special  Needs 
Children:  strategies  to 

Enhance  Communications 
and  Learning 

Caroline  Bamse^'  Mdssewhite 
A  book  for  parents  and  profes- 
sionals summarizing  recent 
advances  in  using  play  as  a 
learning  tool. 

PE0420D  $27.00 


The  Best  Toys,  Books, 
&  Videos  FOR  Kids 

Joanne  Oppenheim 
&  Stephanie  Oppenheim 
Aguide  to  over  1000  kid- 
tested,  classic  and  new  prod- 
ucts with  features  on  products 
for  kids  with  special  needs. 
HC08200  $12.00 


Building  the  Heaung 
Partnership:  Parents, 

Professionals  &  Children 
with  Chronic  Illnesses  and 
Disabilities 
Patricia  T.  Leff 
BL0570D     cloth:  $34.95 
paperback:  $24.95 


THE  I 

LANGUAGE ' 
otTOYS  , 


The  Early  Intervention 
Dictionary 

A  MuUi-discipUnary  Guide 
to  Terminology 

Jeanine  Coleman,  M.Ed. 
Defines  and  clarifies  terms 
used  by  the  many  different 
medical,  therapeutic,  and 
educational  professionals  who 
pro\ide  early  intervention 
services. 

WBOSOQ  $l$-95 

I  The  Language  OF  Toys 

Teaching  Communication 
'  Skills  to  Special-Needs 
Children 

S.S('HWARra&  J.  Miller 
Teaches  parents  how  to 
improve  their  child's  commu- 
nication skills  at  home  with 
fun,  easv-to-foUow  exercises. 
WBO260D  $14-95 


NEOCJIATING 
MAZE 


Negotiating  the 
Special  Education 

Maze:  a  Guide  for  Parents 
and  Teachers,  2nd  Edition 

Anperson,  CHrwooD,  &  H.\toen 
Easy-to-follow  guide  to  the 
special  education  system, 
de-  ystifies  the  system— 
beisinning  with  the  veiy  first 
evaluation  through  the  design 
of  the  lEP. 

WB0190D  $14.95 


Computer  Resources 

  FOR  People wrra 

I®  Rnourctsfsri  Disabilites: -4 Guide 
'      -     -"^      to  Exploring  Today's 
Assistive  Technology 
TiiE  Alliance  for 
Technology  Access 
This  book  wll  show  you  how 
today's  technology  is  redefin- 

  ing  human  potential  and  what 

it  is  like  to  have  a  disability.  It  provides  user-friendly 
support,  information,  and  up-to-date  answers. 
HP0870D 


Deciphering  the 
System:  .4  CuWe/or 

FamUies  of  Young  Children 
with  Disabilities 
Pai'u  J.  Beckman 
Informs  parents  of  children 
(0-5)  of  their  rights. 
BL0580D  $21.95 


Dormac  Easy 
English  Dictionary 

BV  DOKOTIIEE  BAKEIi 

and  Consta-m  y  Bethno 
Containing  fl.  HH)  entries, 
invaluable  to  elementarj 
and  intermediate  students 
with  a  reading  level  of 
approximately  l.(M.O. 
PEOSSEM  paper  $19.00 
PE033     cloth  $29.00 


it.  Workshops  for"  0, 
;  Siblings  of  OiiUrcn-Vi 
•  with  Special  Ne«ls.  L 
■  t5  " 


!nf:iin  Willi 


M  .1    J  J  V 


SiBSHOPS 

Workshops  for  SibUngs  of 
Children  with  Special  Needs 
Donald  J.  Meyer 
How  to  provide  peer  support 
and  educational  opportunities 
tor  sisters  and  brothers  of 
children  with  special  needs. 
PB0860D  $32.00 


Teaching  the  Infant 
wrra  Down  syndrome 

A  Guide  for  Parents 
I  and  Professionals 

Marci  Hanson 

Expanded  thoroughly  updat- 
ed, written  specifically  for  the 
I  parent  of  a  Down  syndrome 
I  Infants,  step-by-step  guide. 
I  PE0480S  $27.00 


Teaching  the  Young 
Child  wrra  Motor 

DEUYS:  a  Guide  for 
I  Parents  and  Professionals 

1  M.  Hanson  &  S.Harris 
Provides  information  to  par- 
ents on  how  motor  develop- 
ment influences  other  areas 
of  development. 
PE049PD  $27.00 
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Trouble  with  School 

AFi  -T,'  Story  About 
Leamtng  Disabilities 

ALI.ISOS  &  KaTIIRYN  D1!NN 

Book  takes  a  clear  look  at  the 
warning  signs  and  common 
problems  associated  with  LD. 
WB028LD  $9.95 


You,  Your  Chh^d  and 
"Special"  Education 

A  Guide  to  Making  the 
System  Work 
Bahbara  Coyne  Citler 
Shows  parents  how  to  obtain 
the  educational  services  their 
child  rightfully  deserves. 
reOSSOD  $22.00 


DISABILITY,  GENERAL 


ITISBPr 


Count  Us  In 

Growing  Up  icith  Down 
Syndrome 

J.  KlNGSLEl'  &  M.  Len  IK 

The  authors  share  their  inner- 
most thoughts,  feelings,  hopes 
and  dreams,  their  lifelong 
friendship. 

HB073DS  $9.95 


THEEXCEPTIOiWAL 

Parent  1994  Resource 

Guide:  Directories  of 
National  Oiganizations, 
Associations,  Products 
&  Services. 

A  valuable  reference  tool  for 
parents  and  professionals. 
EP055DR  $20.45 


Honor  Thy  Son 

A  novel  by  Edgar  Award 
winner  Lou  Shaw 
This  unforgettable  story  com- 
bines suspense,  terror  and 
international  intrigue — and 
a  father  &  a  son  each  pursu- 
ing a  dream. 

AB0810D  $12.95 


The  Illustrated 
Directory  of  Disability 
tuoducts 

Monte  Mace 

Shows  hundreds  of  products 
along  with  names,  addresses 
and  phone  numbers  so  con- 
sumers can  get  more 
information. 

TP0260D  $12.95 


tin  ^tt  !b\\s 
(  ,1  II if  I.' 

1  )i-  i  \M 


It  ISNT  Fair! 

Siblings  of  Children  with 
Disabilities 

Edited  BY  S.D.  Ki,ein 

&  M.J.  ScHLEIFEIt 

Features  chapters  by  parents, 
siblings  and  professionals 
EPOOIEP  $14.95 


Nobody's  Perfect 

living  &  Growing  with 
Children  Who  Have  Special 
Needs 

Nancy  B.  Miller 
Offers  parents  the  strategies 
and  emotional  support  to  cre- 
ate a  harmonious  daily  life 
and  improved  communication 
with  family,  relatives  and  pro- 
fessionals. 

PB0520D  $21.00 

PHYSICIANS'  Guide  to 
Rare  Diseases 

EDrrEDBYj.G.THOENE 

Over  1,000  pgs.  Contains 
Information  on  approximately 
700  disorders. 

DP0210D  $75.50 


Planning  for 
the  Future: 

Providing  a  Meaningful  Life 
for  a  Child  with  a  Disability 
qfler  Your  Death 

Mark  Russell 

AP02400  $24.95 


Working  Together: 

Workplace  Culture, 
Supported  Employment  and 
Persons  with  Disabilities 
David  Hagner 
Assisting  individuals  to 
achieve  meaningful  careers. 
BL0600D  $24.95 


INJURY 


When  Your  Child  Goes 
to  School  After  an 
Injury 

Marilyn  Lash 

Issues  parents  need  to  con- 
front about  their  child's 
future  schooling,  health  care 
and  social  needs. 
EP006ML  $7.50 


When  Your  Child  is 
Seriously  Injured: 

The  Emotional  Impact  on 
Families 

Marilyn  Lash 

Topics  include  preparing  for 
hospital  visits,  reaction  to 
loss,  helping  siblings,  and 
coping. 

EP005ML  $4.50 


RELIGION 


\\v'Jil.ui">,  : 


That  All  May  Worship 

An  Inteifaith  Welcome  to 
People  with  Disabilities 

GinnyThornbiuigh 
An  Interfaith  handbook  to 
assist  congregations  in  wel- 
coming people  with  disabili- 
ties to  promote  acceptance 
and  full  participation. 
ND0840D  $10.00 


Mail  to:  Exceptional  Parent,  Dept.  EP9409,  P.O.  Box  8045,  Brick,  N.J.  08723 
OrcaU(800)  535-1910 
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You  can  see  the  Jelinht  in  Rebecca's  eyes.  When  she  answers  a 
math  question  in  her  fifth-^raJe  classrixim. .  .or  creates  art  to  hann  in 
the  halls  of  her  school.  ..or  sin^s  with  the  choir  in  a  program  at  City 
Hall... she  enjoys  di.scovering  her  world. 

Rebecca  was  eight  when  she  arriv  ed  at  Heartspriny.  She  was 
unable  to  express  herself. .  .uncontrollable  in  her  home. .  .and 
uncooperative  with  her  teachers.  She  was  making;  no  progress  in  a 
regular  classroom,  but  her  parents  wore  reluctant  to  .see  their 
daughter  assigned  to  one-on-one  programming.  Today,  thanks  to  a 
program  designed  to  uieet  this  special  child's  needs,  Rebecca  is  a 
happier  little  girl. 

At  Heartspring,  a  caring  team  ot  specialists  takes  the  time  to 
di.scover  each  chikl.  Together  with  the  parents,  they  develop  an 
individual  education  plan  (lEP)  to  tit  the  child's  needs. 

For  some,  the  program  involves  full  inclusion  in  a  regular 
classroom.  For  others,  the  answer  is  self-contained  programming. 
And,  for  many  —  as  is  the  case  with  Rebecca  —  the  best  program  is 
a  combination  of  the  two.  Our  goal  is  to  pro\-ide  services  that  help 
each  child  return  iiome  as  stion  as  possible. 

If  we  can  help  your  child  discover  the  world,  call  us. 

^  HHKTSPRING" 

'  A  lifcskills  Icarninj:!;  center 

2400  JARDINE  DRIVE  ♦  WICHITA.  KANSAS  67219-4699 
1-800-  835-1043 

|-(i)ii;i'rl\  the  Ituti'llKi.' (j/  l.(n;(r|)i'(/ii-.s 
1934  -  Celebrating  60  Years  Of  Service  -  1994 


MAKING  INCUISION  WORK    ronlhumlfivm  imyr  W 
Angela's  strengths,  gifts  and  talents. 
People  described  Angela  as  "coura- 
geous, a  pioneer,  someone  who 
knows  how  to  make  yo'.i  feel  better 
when  you  are  down,  a  good  bike 
rider  and  a  ballet  dancer." 

Anally,  the  group  discussed  plans 
for  the  summer  and  upcoming  school 
year — Brownie  camp,  maintiiining 
relationships  with  distant  relatives, 
open  communication  among  staff 
and  parents.  Circle  members  thought 
about  ways  to  help  to  make  these 
plans  succeed,  and  committed  them- 
selves to  providing  support. 

Angela's  peers  thought  it  was  very 
important  that  Angela  be  allowed  to 
go  to  the  neighborhood  playground 
with  her  friends,  but  without  her 
mom.  One  of  Vicki's  ideiis  was  to 
start  a  homework  circle  in  the  fall 
where  small  groups  of  children  work 
on  assignments  together.  She 
obtained  the  support  of  other  parents 
to  put  this  idea  into  action.  Angela's 
circle  vnW  meet  again  in  September. 

"One  of  the  Gang" 

Mrs.  Brown,  Angela's  teacher, 
recently  simimed  up  the  year's 
achievements.  "Angela  can  follow 
classroom  routines  with  more  inde- 
pendence," Mrs.  Brown  says  proudly. 
"She  views  her  work  time  as  an 
important  pari;  of  tlie  school  day.  She 
takes  turns  and  shares.  She  pays 
attention  to  stories  and  group  activi- 
ties for  longer  periods  of  time.  She 
can  write  her  own  sentences  by 
sounding  out  words.  And  most  of  all, 
she's  one  of  the  gang!" 

Angela  Hart  is  noiv  a  Itiiixi-grader 
at  School  One  in  the  Scotch  Ptainn- 
Fanwood  School  District  in  Neiv 
Jersey.  She  lias  been  included  in  her 
neighborhood  school  throughout  her 
entire  school  career 

ALL  CHILDREN  BELONG  is  a 
collaborative  pmgmm  oftlie 
National  Parent  Network  on  Dis- 
abiJities  in  Washington,  DC,  and  tlie 
Statnvide  Parent  Advocacjj  Nelivork 
(SPAN)  in  Ne^v  Jersey.  Support  Jar 
ALL  CHILDREN  BELONG  is  pro- 
aided  by  the  DeWitt -Wallace-Readers 
Digest  Fund.  For  more  in^formation, 
cnU  NPND  (7(mm-(m3)  or  SPAN 
(!m-()r)Ji-7726). 
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'if  it's  on  the  cutting  edge  of  tomorrow, 
we'll  bring  it  to  you  today." 


You  are  invited  to  explore  the  challenges  and  advancements  in 
healthcare  on  The  Cutting  Edge  Medical  Report.  Discover  organizations 
that  offer  innovative  services  and  outstanding  products  that  meet  the 
emerging  needs  of  the  physically  challenged. 

For  information  on  The  Cutting  Edge  Medical  Report,  contact  the 
Information  Television  Network  at  (407)  997-5433.  Don't  miss  this 
sensational  new  TV  show!  Consult  your  local  TV  listings. 


For  Infomatton 


1.  Rinon914-658-8799 

2.  Sp«ial  Health  Systems  905-841  1032 
3  TopEnd800-532-8677 

4.  SintiesS{ientific918-254-7395 

5.  Beiei5doi1  Medical  203-853-8008 
5.  Patient  Guard  800-784-8273 
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Quick  Change 


Imagine  an  infant  stander  so  adaptable  it  can 
change  its  appearance  instantly  to  become  a 
stroller  or  even  a  highchair.  Tumble  Forms^,  a 
leader  in  early  intervention  products,  now  intro- 
duces the  Chameleon^". 

Perfect  for  home  or  school  use,  the  Chameleon 
accommodates  children  from  25  to  37  inches  and 
up  to  50  lbs.  With  this  one  lightweight  unit,  you 
can  create  numerous  vertical,  prone,  and  supine 
positions,  for  sitting,  lying,  or  standing.  The  seat, 
seat  back,  and  foot  support  each  adjust  for  infinite 
possibilities.  Meanwhile,  the  child  is  cradled 


against  cushioned  supports  to  ensure  proper  body 
alignment.  You  get  three  versatile  products - 
stander,  stroller  and  highchair- all  for  the  price  of 
one. 

The  Chameleon  features  a  removable  trav  to 
allow  easy  transfer  as  well  as  swivel  casters  for 
portability.  Breathable  fabric  covers  are  conve- 
niently removed  for  laundering. 

Leave  it  to  Tumble  Forms  to  change  the  way  you 
view  standers. 


For  more  information,  call  1-800-631-7277.  In  Canada  call  1-800-665-9200. 
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How  easy  is  it  to  call  from 
anywhere  with 
PSM  Long  Distance  Relay  Service? 


ERIC 


This  easy:  1 800  855-2880  (TTY) 

Amone.  An\lime.  Am^vhere. 


One  easy  number  makes  it  easy  to  place  long  distance 
rehu'  calls. ..from  an\'  state. ..to  any  other  state  —  or  even 
another  country  ..anytime  da\'  or  night.  And  with  AT^tT 
Tmc  I'SA'"  Sa\  ings.  it  s  easy  to  ,sa\e  money  too.  When  you 
spend  as  little  as  SIO  a  month  on  AT^tT  Long  Distance 
calls.  \  ()u  can  sa\  e  enough  to  make  a  difference  in  your 
phone  bill*  At  M'ikT.  we  re  dedicated  to  making  phone 
calls  eas\-  for  an\()ne.  .■\nytime.  .anyw  here. 


1 800  855-2881  (Voice) 


m 

1800  855-2882  (ASCIO  •  1 800  855-2883  (Tfelebraille) 
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Cover: 

Marie  Blanchard,  18  months, 
shows  off  a  winning  smile  while 
playing  with  her  grandparents, 
Ann  and  Bill  Dunne,  and  cousins 
at  a  family  reunion  last  summer. 
Marie,  who  lives  in  Portland, 
Oregon,  has  cerebral  palsy  Her 
mother's  story  about  coming  to 
terms  with  Marie's  disability 
begins  on  page  26. 
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All  children  eryoy  toys.  By  their  excitement  about  toys,  games  and  play,  children 
with  disabilities  clearly  remind  us  that,  first  and  foremost,  they  are  children, 
i  Parents  may  be  overwhelmed  whea  selecting  toys  their  children  will  ei\joy 
because  there  are  so  many  to  choose  from,  faitiily  buvlgets  are 
limited  or  a  child  has  unique  needs  and  may  not  be  abl«  to  ei\joy 
off-the-shelf  toys  and  games. 

This  issue  features  a  special  section  on  choosing  toys  for 
children  with  disabilities.  In  "Toys  For  Every  Child,"  Marilyn 
Hammond  describes  principles  for  choosing  toys,  along  with  ideas 
for  ad^tations.  In  "Forrest  Pumps,"  Jean  Isaacs  shares  her  efforts 
to  adapt  toys  for  her  son's  use,  and  her  excitement  at  discovering 
Smniey  d  Klew  Ph  d  ^  off-the-shelf  water  gun  that  allowed  him  to  shoot  straight! 

 '-  '- — —     In  the  quarterly  Oppenheim  Toy  Portfolio  Newsletter,  Joanne 

and  Stephanie  Oppenheim  evaluate  products  for  children.  Each  year,  they  pub  i 
The  Best  Toys,  Books  &  Videos  for  Kids.  Portions  from  a  chapter  of  that  book, 
"Using  Ordinary  Toys  for  Kids  with  Special  Needs,"  have  been  adapted  for  this  issue. 

Grieving 

The  emotions  parents  experience  after  learning  their  child  has  a  disability  has  been 
described  as  a  mourning  process — mourning  the  loss  of  the  "perfect"  child  of  their 
dreams.  Understanding  that  this  is  a  normal  human  reaction  has  helped  parents  deal 
with  its  many  variations.  But  until  I  read  "Grieving  a  Dream,"  I  had  never  seen  an 
article  that  described  in  practical  terms  how  a  parent,  with  the  help  of  others,  can 
facilitate  this  process. 

Teaching  About  Disabilities 

In  our  education  issue  (September),  we  did  not  address  disability  awareness 
programs  for  children  without  disabilities.  In  this  issue,  we  report  on  "Friends  Who 
Care,"  a  national  program  that  helps  children  learn  to  respect  differences  and  reach 
out  to  one  another  We  are  very  interested  in  learning  about  other,  similar  programs. 

Reader  Participation 

In  the  months  since  our  first  Familiar  Faces  page  appeared,  reader  response  has 
been  extraordinary.  We  er^joy  receiving  your  photos  and  accompanying  letters.  And 
although  parents  tend  to  take  fewer  photos  as  children  get  older,  we  would  like  to 
receive  more  photos  of  older  children. 

Beginning  with  this  issue,  we  want  to  encourage  a  new  kind  of  reader  participa- 
tion. In  each  issue,  we  will  ask  for  reader  input  about  a  topic  we  plan  to  cover  in  a 
future  issue.  Readers  now  can  have  an  even  more  active  role  in  editorial  develop- 
ment. See  page  8  for  our  first  request. 

Health  Care  Reform  and  Elections 

It  has  been  disappointing  and  firustrating  that,  as  we  go  to  press,  health  care  reform 
remains  an  unfulfilled  dream.  Now,  all  candidates  for  Congress  must  be  informed 
about  how  the  health  care  needs  of  children  with  disabilities  often  are  short- 
changed. 

An  Apology 

In  the  list  of  Honorable  Mentions  of  the  1994  Educational  Program  Awards  in 
September,  one  program  was  listed  incompletely.  We  regret  this  production  error 
and  apologize  to  the  Weight  Conditioning  Program  at  Trenton  High  School  in 
Trenton,  New  Jersey. 

Special  Thanks 

Valerie  Steele,  a  dedicated  Except ioml  Parent  staff  person  for  many  years,  has 
decided  to  move  on.  We  will  miss  her  friendly  spirit  and  readiness  to  do  whatever  is 
needed.  We  wish  her  well. 
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Priests  with  Disabilities 

I  was  very  interested  to  read  about  the 
early  childhood  and  educational  experi- 
ences of  John  Kemp  (Role  Models,  July 
1994).  What  insight  his  advocate/father 
had  to  promote  inclusion  from  the 
same  perspective  with  which  it  is 
encouraged  today. 

The  unfortunate  rejection  of  John's 
boyhood  interest  in  the  priesthood 
calls  for  a  response.  Physical  disabili- 
ties are  no  longer  considered  an  imped- 
iment to  ordination.  This  has  been  true 
since  1983.  Even  earlier,  some  excep- 
tions were  made,  but  there  is  no  need 
for  special  treatment  any  longer,  candi- 
dates are  accepted  based  solely  on 
their  ability  to  minister  to  others. 

R.B.,  Florida 

Comfort  and  Ideas 

Your  magazine  has  brought  endless 
comfort  and  numerous  ideas  for  both 
my  husband  and  myself.  Our  four-year- 
old  son,  Dustin,  has  a  seizure  disorder 
and  developmental  delays.  We  had 
another  son  who  died  at  14  months  of 
age  as  a  result  of  similar  problems. 

Your  magazine  and  the  articles  writ- 
ten by  other  parents  have  helped  us  to 
realize  that  we  are  very  blessed  to  have 
such  special  people  in  our  lives.  Our 
eight-year-old  daughter  has  learned 
endless  facts  of  life  that  can't  be  taught 
in  school.  Keep  up  the  great  work;  you 
provide  a  wonderful  service! 

D.C.  &  CD.,  lUinois 

A  Father  Speaks  Out 
on  Inclusion 

I  have  just  finished  reading  my  first 
Exceptional  Parent  magazine  and  have 
enclosed  my  subscription.  I  am  very 
impressed  with  two  things.  First  is  the 
regular  feature  of  Fathers'  Voices.  So 
many  times,  fathers  are  left  alone  to 
deal  with  theLf  struggles  and  emotions, 
wondering  how  their  child  with  disabil- 
ities will  turn  out.  The  second  thing 
that  impressed  me  were  the  stories 
about  inclusion. 

Oiu- 1 1-year-old-daugliter,  who  has 
Down  syndrome,  has  just  been 
"dumped"  into  a  segregated  training 
center,  20  miles  from  home.  That 
means  she  will  spend  between  two  and 
three  hoius  a  day  on  a  school  bus.  She 


Remembering  Jordie 


Exceptional  Parent  has  been  a  wonderful  source  of  support  for  its.  We 
always  looked  forward  to  receiving  each  issue  and  always  found  a  comfort- 
ing and/or  motivating  at  iide  in  it. 

In  November  1993,  our  son,  Jordan,  died.  Since  his  death,  we  have  con- 
tinued to  receive  your  magazine,  but  have  been  unable  to  bring  ourselves  to 
read  it.  But  when  the  June  1994  issue  arrived,  I  opened  it  to  the  Children's 
Page  and  read  "Remembering  Daniel, "  Nathan  Reiffs  moving  story  about 
the  life  and  death  of  his  brother.  Nathan's  story  %vas  one  I  could  really  relate 
to,  and  it  made  me  want  to  share  our  story. 

I  have  enclosed  a  letter  that  we  sent  to  my  family  and  friends  after  Jor- 
dan's death.  I  wondered  if  you  might  print  it  with  Jordan's  picture?  Our  lit- 
tle Jordan  taught  us  to  be  "exceptional  parents. "  This  is  something  all  of  us 
must  learn,  but  we  are  lucky  enough  to  have  exceptional  teachers — our  chil- 
dren with  disabilities.  Unfortunately,  not  all  children  with  disabilities  have 
the  opportunity  to  grow  up  and  show  us  what 
their  true  potential  would  have  been,  but  whatever 
amount  of  time  they  are  here  has  a  profound 
ir\flvmce  on  those  people  they  touch. 

Jordan  Leslie  was  bom  on  August  8, 1992.  By  the 
time  1993  rolled  around  we  had  accepted  the  fact 
that  he  had  some  sort  of  disability,  and  found  our- 
selves in  an  unfamiliar  world  of  surgeries,  tests, 
thenqpies  and  constant  challenges.  We  spent  most  of 
the  year  dealing  with  fabulous  medical,  support  and 
thenqpeutic  professionals.  Their  support,  along  with 
the  support  of  friends  and  family,  helped  us  learn  to  etyoy  Jordan  as  a  devel- 
oping and  h^py  little  boy. 

Jordan  made  great  strides  in  1993.  His  initial  reaction  to  a  new  task  was 
usually  anger,  Jordan  had  terrific  lung  edacity!  But  once  he  decided  to  tiy 
something,  he  would  put  all  his  effort  into  it  and  eventually  become  quite 
proficient 

By  September,  Jordan  had  gained  head  control  and  er\joyed  sitting  up  in  his 
new  wheelchair.  Jordan's  brother.  Wade,  would  play  hide  and  seek  with  Jor- 
dan by  talking  to  him  on  one  side  of  his  chair  and  then  running  around  behind 
the  chair  and  surprising  him  on  the  other  side.  Jordan  and  his  sister,  Jessica, 
etyoyed  playing  peek-a-boo.  Jordan  had  a  very  hearty  laugh  and  found  Wade 
and  Jessica  very  amusing. 

Just  as  we  thought  we  had  a  handle  on  our  new  life,  our  little  Jordan  passed 
away.  On  November  2, 1993,  Jordan  went  into  the  hospital  to  have  some  of  his 
medications  at^usted — we  were  used  to  this  routine.  On  Thursday,  the  hospi- 
tal unexpectedly  called  and  told  us  Jordan  had  taken  a  turn  for  the  worse.  By 
the  time  we  arrived  at  the  hospital,  he  had  already  fought  back  firom  one 
episode  with  severe  shock.  He  opened  his  big,  beautiful,  blue  eyes  and  smiled 
at  us — a  moment  we  will  always  treasure.  Early  in  the  morning  on  November 
5,  Jordan  went  into  shock  again;  this  time  he  couldn't  come  back. 

Jordan  taught  our  whole  family  that  everyone  is  worthy  of  as  happy  and 
fulfilling  a  life  as  possible.  He  also  taught  us  about  the  power  of  determination. 
Although  many  of  his  accomplishments  were  small,  they  seemed  larger  than 
life  to  us  and  we  celebrated  each  one.  The  little  things  in  life  are  the  most 
important,  but  they  are  also  the  things  that  most  people  take  for  granted.  Our 
New  Year  s  i«solution  is  to  take  particular  note  of  those  little  things  that  Jor- 
dan taught  us  to  recognize  and  treasure.  Tlianks  Jordie  and  God  bless  you — 
we  all  miss  you  so  much.  —A.G.  &  R.G.,  Saskatcheivan,  Canada 
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This  holiday  season,  Kuschall  of  America  is  delighted  to  make  a  gift  of  twenty 
new  wheelchairs  to  individuals  chosen  by  an  independent  committee  of  judges. 
To  apply  or  for  more  information,  in  the  USA  call  1-800-654-4768 
or  in  Canada  call  our  distributor  Motion  2000,  (416)  494-2949. 

kuschall    of   a  m  e  r  i  c  a 
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had  been  attending  a  program  at  a 
school  just  around  the  comer.  Now  the 
school  system  is  telling  us  that  our 
daughter  must  be  "protected"  from  a 
regular  middle  school  environment. 

I  have  written  letters  and  made 
phone  calls  requesting  a  reevaluation 
of  her  placement.  People  tell  me  that  I 
don't  understand  that  the  professionals 
know  what  is  best  for  our  daughter. 

I  will  look  forward  to  reading  Excep- 
tional  Parent  every  month.  Please  help 
us  get  inclusion  accepted  everywhere. 

R.Z.,  Florida 

Wheelchair  Tennis 

We  eryoyed  Stephano  Cargnel's  article 
about  tlie  way  sports  changed  his  life 
("Becoming  a  Contender,"  May  1994). 
After  reading  Stephano's  story,  I  just 
had  to  send  you  a  picture  of  my  daugh- 
ter's ternis  group.  Like  Stephano,  my 
daughter,  Danielle  (front  right),  and 
most  of  the  other  children  in  this  photo 
have  spina  bifidEu 

We  travel  an  hour  each  way  from  our 
home  in  Salem,  Oregon  so  Danielle  can 
be  part  of  the  Kids  On  The  Move  tennis 
program  in  Portland.  It  is  a  wonderful 
program  that  has  added  so  much  to 
Danielle's  life  and  the  lives  of  the  other 
children.  I  can't  say  enough  about  how 


Tennis  players  ( clockwise  from  top  left) 
Bryan-,  Eli,  Ryan,  Danielle,  Colin  and 
Dan  enjoy  a  Saturday  afternoon  on  the 
courts  at  Western  Atidetic  Club  in  Port- 
land, Oregon.  Kids  On.  The  Move  teiinis, 
basketball  and  arvfiery  programs  are 
sponsored  by  the  Northwestern  Wheel- 
chair Athletic  Organization. 

important  these  activities  are.  Thank 
you  for  publishing  Stephano's  wonder- 
ful article. 

D.  M.,  Oregon 


Prejudice  or  Oversensitivity? 

I  was  extremely  surprised  by  the  letter 
written  by  J.L.  of  Califorrua  (August 
1994)  which  said  that  the  language  in  a 
previous  letter  revealed  prejudices.  The 
writer  of  that  previous  letter,  the  parent 
of  a  child  with  Down  syndrome,  had 
stated  that  she  was  thankftil  her  child 


did  not  have  physical  disabiiities. 

J.L,  the  parent  of  a  child  with  a  phys- 
ical disability,  took  great  offense  to  that 
statement,  but  I  think  she  missed  the 
point — many  of  us  thank  the  Lord 
eveiy  day  that  our  children  are  no 
worse  off  than  they  are!  This  does  not 
amount  to  prejudice  sigalnst  children 
who  have  different  disabilities  than  our 
own.  Speaking  for  myself,  I  thank  God 
that  my  child  scenes  to  be  right  on  tar- 
get intellectually  despite  having  very 
severe  physical  disabilities.  If  my  child 
had  different  disabilities,  I  would  still 
be  veiy  thankful  for  anything  he  could 
do.  Just  because  we  try  to  look  at  the 
bright  side  of  our  individual  situations 
does  not  mean  we  think  less  of  chil- 
dren or  families  who  are  dealing  with  a 
different  set  of  circumstances. 

"If  we  want  the  world  to  value  our 
children — ^to  stop  segregating,  stigma- 
tizing and  starng  at  them,"  as  J.L  put 
it,  we  need  to  be  proud  of  our  kids  for 
what  they  can  do,  and  we  need  to  allov 
other  parents  to  be  proud  of  and  thank- 
ful for  their  kids,  too. 

No,  J.L,  I  don't  think  the  letter  you 
responded  to  was  insensitive.  Please 
allow  us  to  be  happy  for  the  blessings 
we  receive  without  feeling  that  it  is  an 
insult  to  you  or  your  son. 

K.T.,  Tennessee 


V  To  reach  out  to  parents 

of  children  loUh  disabilities 
and  special  health  care  needs. 

%■  To  empowermothen  and 
fathers  by  providing  practical 
irtfomiation  and  emotional 
support 
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USA  BLUMBERO,  J.D.,  Corporate 
Attorney,  Aetna,  Hartford,  CT 

T.  BESSY  BSAZELTON,  M.D.,  Clinical 
Proressor  Emeritus  of  Pediatrics, 
Harvard  Medical  School,  Boston,  MA 

FIANCES  P.  CONNOB,  Ed.D., 
Professor  Emerlta,  Special 
Education,  Columbia  University 
Teachers  College,  New  York,  NY 

AUEN  C.  CSOCKES,  M.D.,  Director, 
Developmental  Evaluation  Center, 
Children's  Hospital,  Boston,  MA 


EU  FACTOS,  D.M.D.,  Parent, 
tesldent,  Wheelchair  Motorcycle 
Association,  Brockton,  MA 

MVBSAY  FEINGOLO,  M.D.,  Physician- 
In-Chief,  National  Birth  Defects 
Center,  Wiltham,  MA 

8ANDSA  B.  FLEISHMAN,  Parent, 
Prqlect  Director,  A  WORLD  OF 
DIFFERENCE  Institute,  Antl- 
Defamatlon  League,  Boston,  MA 

BSUCE  M.  GANS,  MJ).,  President, 
Rehabilitation  Institute  of  Michigan, 
Detroit,  MI 

SOL  GOKOON,  Ph.D.,  Professor 
Emeritus,  Child  and  Family  Studies, 
Syracuse  University,  Syracuse,  NY 

STANLEY  L  GSEENSPAN,  M.D., 
Clinical  Professor  of  Psychiatry  and 
Behavioral  Pediatrics,  George 
Wtshlngton  University  Medical 
School,  Washington,  DC 

HESBEST  J.  GSOSStlAN,  M.D., 
Professor  of  Pediatrics,  Neurology, 
and  Psychiatry,  Univ.  of  Michigan 
Medical  Center,  Ann  Arbor,  MI 

DAVID  HI8SCH,  M.D.,  Phoenix 
Pediatrics,  Phoenbc,  AZ 

GOODWIN  D.  KATZEN,  Former 
Executive  Director,  Rockland  County 
Center  for  the  Physically 
Handicapped,  Pomona,  NY 


SUSAN  M.  ta£IN,  Fh.D.,  Professor 

of  Special  Education,  School  of 

Education,  Indiana  University, 

Bloomlngton,  IN 
DINALOEBL,Ed.D.,ffrS, 

Associate  Professor,  Department 

of  Occupational  Therapy,  School 

of  Education,  New  York  University, 

New  York,  NY 
EDWm  W.  MASTIN,  FIlD.,  President 

Emeritus,  National  Center  for 

Disability  Services,  Albertson,  NY 
JAMES  MAX,  MA.,  M.Ed.,  Prqject 

Director,  National  Fathers'  Network, 

Bellevue,  WA 
JEANB.McOKEW,Ph.D., 

Superintendent,  Olenbrook  School 

Dtetrict«226,Olenvlew,1L 
EDWAKD  NEWMAN,  Fh  J).,  Professor, 

l^mplo  University  School  of  Social 

.^ministration,  Philadelphia,  VK 
BETTY  PENDLES,  M.8.,  Pai«nt, 

Member,  New  York  State 

Developmental  Disabilities  Planning 

Council,  New  York,  NY 
STEVEN  P  PESLMAN,  D.D.S., 

M.Sf  .D.,  Assistant  Clinical  Profes-sor, 

Boston  University  School  of 

Dentistry,  Boston,  MA 
HARVEY  PSESSMAN,  President, 

Corporation  for  Opportunity 

Fjipanslon,  Newton,  MA 


SIEGFRIED  M.  PUESCHEL,  M.D,, 
Parent,  Prof,  of  Pediatrics,  Brown 
Univ.  School  of  Medicine, 
Providence,  RI 

PEGGY  MANN  gINEHART,  BA., 
Patent,  Director  of  Communications, 
Center  for  Children  with  Chronic 
Illness  and  Disability,  University  of 
Minnesota,  MbmeapoUs,  MN 

JEROME  ROSNER,  O.D.,  Professor 
of  Pediatric  Optometiy,  University  of 
Houston,  Houston,  TX 

HARIUfN  ROUSSO,  A.C.S.W.,  Director, 
Disabilities  Unlimited  Counselhig  i, 
Consultative  Service,  New  York,  NY 

BARBARA  J.  SEABURY,  MA, 
Director,  Child  Life  Dept.,  Rhode 
Island  Hospital,  Providence,  RI 

HOWARD  SHANE,  FIlD.,  Director, 
Communications  Enhancement 
Center,  Children's  Hospital, 
Boston,  MA 

CAROL  TINGEY,  Ph.D.,  Parent, 
Psychologist,  Univenlty  of  Utah 
Hospital,  Salt  Lake  City,  UT 

HAROLD  TURNER,  D.D.S.,  Associate 
Professor,  Retired,  School  of 
Graduate  Dentistry,  Boston 
University,  Boston,  MA 

IRVING  KENNETH  ZOLA,  Ph.D., 
Professor  and  Chairman,  Dept. 
of  Sociology,  Brandels  University, 
Wilthani,MA 
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PRODUCTS  • 
FOR  SPECIAL 
PEOPLE 


Disability  Really  Isnt  That  Romantic 

Thank  you  for  publishing  Elaine  Greenbaum's  opinion  piece 
entitled  "Disability  Really  Isn't  That  Romantic"  (July  1994). 
As  the  mother  of  a  child  with  multiple  disabilities,  I  found  it 
affinning  and  refreshing  to  read  about  the  realities — not  just 
the  miracles  or  m^or  achievements — of  life  with  a  child  who 
has  disabilities.  We  all  need  to  keep  a  positive  attitude  and  to 
push  for  better  things  for  our  children,  but  as  much  as  we 
love  happy  endings  to  our  family  stories,  we  can't  always 
make  them  happen. 

Greenbaum's  piece  exposes  our  short-sightedness.  We 
work  so  hard  to  prepare  our  special  children  for  the  "world." 
only  to  find  that  economic  realities  mean  there  are  far  few<  r 
options  out  there  than  we  were  led  to  believe.  If  we  put  as 
much  medical,  social  and  parental  energy  into  helping  young 
adults  with  disabilities  "make  it"  in  the  world  as  we  put  into 
newborns  at  risk,  we  would  be  in  good  shape.  We  need  to 
look  at  our  priorities. 

K.H.,  North  Carolina 

□  I  read  Elaine  Greenbaum's  article  with  some  sadness.  I 
have  worked  in  state  government  for  more  than  20  years  and 
have  had  the  opportunity  to  see  how  various  laws  which 
were  passed  to  resolve  specific  issues  can  have  unexpected 
or  unintended  results — one  person's  solution  can  become 
another's  problem. 

As  the  parent  of  a  child  with  significant  disabilities,  I  have 
worked  hard — with  varying  degrees  of  success — to  have  him 
involved  in  the  mainstream  of  life.  I  quickly  realized  that  his 
disabilities  were  not  the  reason  he  was  excluded.  His  great- 
est barrier  to  inclusion  is  the  ignorance  and  prejudice  of  oth- 
ers who  grew  up  and  were  educated  in  a  world  that  did  not 
include  people  with  disabilities.  The  regular  education  teach- 
ers who  found  it  difficult  to  adapt  curriculum  materials  for 
Greenbaum's  son  are  prime  examples. 

Greenbaum  worries  that  the  existing  forms  of  financial 
support  to  people  with  disabilities  serves  as  a  financial  disin- 
centive to  work.  But  I  think  discrimination  is  a  bigger  prob- 
lem. We  should  worry  more  about  ending  discrimination  so 
people  can  strive  for  jobs  in  keeping  with  their  abilities.  Only 
then  can  we  begin  to  worry  about  financial  disincentives. 

The  Americans  with  Disability  Act  (ADA)  gave  us  a  new 
box  of  tools,  not  a  magic  wand.  I  have  had  several  recent  con- 
versations about  the  ADA  with  people  who  do  not  have  dis- 
abilities but  who  now  work  with  people  who  do.  Their 
ignorance  about  the  law  was  discoursing.  These  people  did 
not  think  people  with  disabilities  had  the  right  to  participate 
in  programs  open  to  the  general  public  or  use  public  facilities. 

If  we  do  not  use  our  rights,  we  will  lose  them  again.  We 
need  to  begin  a  campaign  of  public  education  to  ensure  a 
high  level  of  awareness  and  understanding  of  the  ADA.  We 
need  to  have  discussions  with  the  people  who  teach  our  chil- 
dren so  they  understand  and  respect  our  children's  rights  and 
act  in  a  mamier  which  increases  our  children's  sense  of  their 
own  inherent  worth. 

M.R.,  Neiv  Kcw* 


Ttw  isftite  iinmbrr  listed  in  September  1994 
was  incotrect.  September  was  Vol.  24,  Issue  9. 
Exceptional  Parent  apologizes. for  the  envr. 
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New  Expanded  Catalog 
More  Therapeutic  And 
Recreational  Products 
To  Help  Everyone 
Enjoy  Success 


Gross  Motor «  Aquatics  *  Active  Play  «  Manipulatives 
Positioning  Aids  *  Adapted  Toys/Games/Fumiture 
Plus  SNOEZELEN.. .sensory  stimulation  products,  introducing 

KIOSK,  an  all-in-one  new  portable  package. 
Quality  Products!  Fully  Guaranteed! 
WLAGmUSE 

mt. 

150  No.  MacQuesten  Pkwy.,  Dept.  96024  Mt.  Vernon,  NY  10550 
CALL  TOLL  FREE  (800)  793-7900 

FAX  TOLL  FREE  (800)  793-7922 


f  REE  CAlv4)ii>G  OFFIE^^ 
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WOODmORKS 


Adaptive  wood  toys  that  are  educational, 
fun  and  age  appropriate. 
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For  Information  contact:  Danmar  Products.lnc. 
>    (800  )  783-1998  * 
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Voice  Amplification  Equipment 

My  five-year-old  son  has  a  muscle  dis- 
ease known  as  centronuclear  myopa- 
thy. His  language  skills  and  speech  are 
excellent.  However,  his  voice  is  so  soft 
that  it  is  difficult,  if  not  impossible,  to 
hear  him  in  a  classroom  or  group  situa- 
tion. 

Can  anyone  recommend  voice 
amplification  equipment  that  he  might 
be  able  to  use?  It  would  have  to  be 
compact  and  portable  so  he  could  use 
it  in  and  out  of  his  wheelchair. 

D.C.,  Ontario,  Canada 

Partial  Deletion 
of  Chromosome  8 

We  are  the  proud  parents  of  a  three- 
year-old  boy  who  has  been  diagnosed 
with  partial  deletion  of  tlie  short  arm  of 
chromosome  8.  My  husband  and  I  love 
our  son  dearly  and  hope  to  find  some- 
one who  has  a  child  with  similar  prob- 
lems. 

Anthony  has  been  diagnosed  as  hav- 
ing mild  to  moderate  mental  retarda- 
tion. He  was  bom  with  several  heart 
conditions — atrial  septal  defect  and 
pulmonary  and  aortic  stenosis.  He  also 
has  hypospadias  (a  condition  in  which 
the  urethral  canal  opens  on  the  under- 
side of  the  penis,  before  reaching  the 

Search  and  Se^nd  h  an  oppor.unity  for  our 
readers  to  exchange  information  about  their 
practical  experiences  meeting  the  everyday 
challenges  of  life  with  a  chiid  or  adolescent  with 

priatepnjfesskmals. 

Please  indicate  whether  the  letter  is  a 
seandi  or  response.  If  a  response,  be  sure  tn  note 
in  which  Issue  the  original  Search  letter 
ai^jvaied.  All  responses  are  forwarded  to  the 
writers  (rfthe  Search  lettet^  some  are  published. 
Published  tetters  may  be  edited  for  purposes  of 
^Mce  and  clarity. 

HWte  or/or 

SeankorKeaiMid 

ExctpOoimlPivmt 

200  Haivird  Street,  Suite  303 

BnUUne,  MA.  02146^ 

R«:(817)73(W742 

For  infonnation  about  specific  disabilities,  con- 
tact the  Natioiul  Organbation  for  Rare  Disorders 
(NORD),  100  Rt  87,  P.O.  Box  8023,  New  Fairfield, 
CT  06812,  (800)  Oee-NORD,  (203)  748  6518.  Abo, 
see  "National  Resources  for  SpeclQc  Disabilities 
and  CfMOoM' iaEmtplionalParmti  im 
KtKmrce  (Mde  (January  1004). 


tip)  and  undescended  testicles.  HLs 
facial  features  appear  normal. 

We  have  been  imable  to  find  much 
information  about  this  disorder  We 
would  like  to  be  in  touch  with  other 
families  who  have  had  experience  with 
this  disability  so  we  can  know  what  his 
future  may  be  like. 

J.B.,  Illinois 

Down  Syndrome  and  Nonverbal 

My  seven-year-old  daughter  has  Down 
syndrome.  Jennifer  started  speaking  at 
age  two  and  a  half,  but  by  three  and  a 
half,  she  had  stopped.  During  this  time 
period,  she  had  frequent  e;ir  infections 
resulting  in  two  sets  of  ear  tubes  and 
an  adenoidectomy.  Recently,  she  had 
her  tonsils  removed.  Before  Jermifer 
stopped  speaking,  she  was  able  to  say 
approximately  75  understandable 
words. 

In  addition  to  the  speech  services 
she  receives  in  school,  Jermifer  has 
attended  private  speech  therapy  ses- 
sions two  times  a  week  for  more  than 
three  years.  I  can't  say  I  have  seen  any 
benefit  from  these  services.  Jermifer 
vocalizes  but  says  nothing  understand- 
able. While  I  know  it  is  common  for 
people  with  Down  syndrome  to  have 
intelligibility  problems,  her  problem  is 
more  severe. 

We  have  taught  her  to  use  sign  lan- 
guage and  have  provided  her  with  an 
augmentative  communication  device. 
She  understands  what  is  said  to  her 
and  wiO  try  to  vocalize,  sign  and  use 
the  augmentative  communication 
device  to  communicate.  Her  signs  arc 
immature  and  inaccurate  due  to  her  | 
low  muscle  tone.  She  is  beginning  to  I 
use  the  augmentative  commurucation 
device,  but  still  uses  it  mostly  to 
respond  to  someone  rather  than  to  ini- 
tiate a  conversation  or  request. 

Jermifer  has  always  been  in  an  inte- 
grated educational  setting  and  is 
included  in  first  grade  this  year.  As  she 
gets  older,  it  is  getting  harder  for  her  to 
communicate  with  her  peers. 

I  would  like  to  talk  with  other  par- 
ents of  children  with  Down  syndrome 
who  are  nonverbal,  especially  parents 
of  cliiklren  who  stopped  talking  for  no 
apparent  reason.  I  haven't  given  up  the 
hope  that  Jennifer  will  speak  again,  but 


Tell  US  about... 

...your  successfol  and 
unsuccessfiil  experiences 
with  child  care  for  a 
preschooler  with  a  disability. 

(You  dont  have  to  be  the  current 
parent  of  an  in&nt  or  toddler  to 
paiticipate.  If  you  have  ever  dealt 
with  this  issue,  we  woulfi  love  to 
hear  from  you!) 

Write  to:  Child  Care, 
Exceptional  Parent,  209  Harvard 
St,  Suite  SOS,  BrooSdine,  MA 
02146,  (617)  7S0-8742  (faa:). 


at  the  same  time,  I  am  trying  to  face  the 
reality  that  she  probably  won't  ever 
speak  intelligibly.  I  would  really  appre- 
ciate any  advice  and  support  as  well  as 
tips  on  commurucating  with  a  child 
who  is  non-verbal. 

K.E.,  lUirwis 

Augmentative 
Communication  Aids 

Our  cliild  has  a  physical  disability  that 
affects  only  his  gross  motor  skills;  his 
fine  motor  abilities  are  good.  He  has 
just  started  school  and  we  are  investi- 
gating augmentative  communication 
aids.  I  would  like  to  hear  from  parents 
who  have  had  good  and  bad  experi- 
ences with  augmentative  devices  for 
their  children. 

D.F.,  Texas 

Editor's  Note:  See  "Augynentative  and 
Alternative  Communication  Devices" 
(June  1994).  This  aiiicle  lists  a  num- 
ber of  factors  tJiat  parents  should  con- 
sider when  choosing  an  appropriate 
augmentative  and  alternative  commu- 
nication (AAC)  device  for  an  individ- 
ual child.  A  list  of  manufacturers  of 
AAC  devices  follows  the  article. 

Disability  Awareness 
in  Public  Schools 

My  10-year-old  son,  Allan,  has  Asperger 
syndrome  (a  type  of  "high-fimetioning" 
autism)  along  with  some  neuromuscu- 
lar dysfimction.  He  is  extremely 
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bright — ^possibly  even  gifted  in  the  areas  of  science  and 
social  studies.  Allan's  school  has  finally  agreed  to  allow  him 
to  be  mainstreamed  for  these  subjects. 

Although  more  inclusion  for  Allan  has  been  one  of  our 
goals,  we  are  concerned  because  the  school  has  done  noth- 
ing to  educate  the  other  children  about  disabilities.  I  have 
seen  children  be  cruel  to  Allan  in  the  past,  however,  when  I 
explained  about  his  disability,  the  teasing  gave  way  to  accep- 
tance. We  feel  that  awareness  and  education  will  promote 
acceptance  of  our  son  and  other  children  with  disabilities 
who  are  now  included. 

The  special  education  liaison  at  my  son's  school  agrees 
that  something  needs  to  be  done.  We  want  to  establish  an 
educational  program  for  regular-education  students  that  will 
promote  awareness  and  foster  acceptance  of  people  with  dis- 
abilities. I  would  like  to  hear  about  good  curriculums,  model 
programs,  books,  puppet  shows  or  any  other  disability- 
awareness  tools  have  been  used  in  public  schools.  Allan's 
school  has  agreed  to  review  anything  I  can  present. 

M.G.,  Florida 

Editor's  Note:  See  page  33  for  an  article  about  Friends  Who 
Care,  a  disability-awareness  curriculum,  from  the  National 
Easter  Seal  Society.  Exceptionai,  Parent  is  eager  to  hear 
about  and  report  on  other,  similar  programs. 

Klinefelter  Syndrome,  48-XXXY 

1  am  looking  for  parents  of  children  with  Klinefelter  syn- 
drome or  48-XXXY.  My  14-year-old  son  has  this  condition.  He 
has  a  lot  of  problems,  but  his  doctors  don't  know  if  they  are 
all  related  to  his  chromosomal  abnormality. 

FT,  Pennsylvania 

Editor's  Note:  Information  on  Klinefelter  syndrome  is 
available  from:  Klinefeller  Syndrome  and  Associates,  P.O. 
Box  1 19,  Roseville,  CA  95661,  and  Klinefelter  Syndrome 
Associatitm  of  America,  P.O.  Box  93,  Pine  River,  WI 54965. 

Hie  National  Institute  of  Child  Health  and  Human  Devel- 
opment (P.O.  Box  29111,  Washingtm,  DC  20040,  301/496- 
5133)  also  offers  afi  -.c  booklet  with  up-to-date  and  very 
complete  information  on  this  co7idition.  Ask  for  Under- 
standing Klinefelter  Syndrome:  A  Guide  for  XXY  Males 
AND  Their  Families. 

Identical  T!maa  Who  Are  Different 

We  are  the  parents  of  10-month-old  identical  twin  boys.  1  had 
a  complication  of  pregnancy  called  twin-to-twin  transfusion. 
To  e3q)lain  it  simply,  blood  intended  for  one  twin  (the  donor) 
was  diverted  to  the  other  (the  recipient). 

The  twins  were  bom  seven  weeks  prematurely.  One  of 
the  twins  (the  donor)  has  been  diagnosed  with  spastic 
quadriplegic  cerebral  palsy  and  a  cortical  vision  impair- 
ment. He  also  developed  infantile  spasms  at  six  months. 
These  fortunately  responded  to  one  month  of  ACTH.  The 
other  twin  is  developing  normally.  We  also  have  a  three- 
year-old  daughter 

We  would  love  to  hear  from  other  parents  of  twins— espe- 
cially identical  twins.  We  would  like  suggestions  for  coping 
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ktd'EZ, 

tilt/recline 


made  in 
USA 
PATENT  PENDING 


Proving  good  looks,  convenience 
and  proper  positioning  worl( 

wonderfully  together. 

Three  Models 

*  Grows  from 
infant  to  age  7 

*  Complete 
Positioning 
System 

Easy  to  fold 
Easy  to  transfer 
Easy  to  adjust 


ktt!4EZ.  AdjusUble  High  Chair  BaM 


1-300-388-5278 

126  Rosebud,  #1 
Belgrade,  Montana 
59714 
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Vomiting  Problem 

J.K.  &  T.K.  (June  1994)  are  the  par- 
ents of  one-year-old  Jimmy,  who  was 
bom  with  7tieconium  asjnration  aiui 
a  grade- TV  binin  hemorrhage.  Jimmy, 
wfio  fias  cerebral  palsy,  a  seizure  dis- 
order,  cortical  biirulness,  temperature 
instability,  diabetes  insipidus  and  a 
poor  suck/gag  reflex,  is  fed  exclusively 
though  a  G-button.  Jimmy  had  a  G- 
tube,  but  it.  %vas  replaced  with  a  G-but- 
ton when  he  was  three  months  old, 
which  was  wfien  he  began  vomiting. 
Since  then,  tlie  amount  of  formula  he 
can  take  in  loithout  vomiting  has 
decreased  from  six  to  two  ounces  per 
feed. 

Gastrointestinal  scans  show  some 
reflux,  but  anti-ivflux  and  stomach 
medicines  have  not  helped.  Jimmy 
has  had  trouble  gaining  weight, 
despite  being  fed  eveiyfeiv  fiouys  xvith 
a  high-calorie,  concentrated  foi'mula. 

Our  17-month-old  son,  Zachary,  was 
also  bom  with  meconium  aspiration 
and  an  unknown  amount  of  brain 
ii\jury  caused  by  the  lack  of  oxygen  to 
his  brain.  Like  Jimmy,  Zachary  has 
cerebral  palsy  and  experienced 
seizures  for  a  few  days  following  his 
birtli.  He  also  has  temperature  instabil- 
ity and  a  poor  suck/swallow  reflex. 
Zachary  is  fed  primarily  through  a  G- 
tube,  although  he  is  capable  of  eating 
orally  if  we  remain  quite  persistent. 

To  enable  us  to  meet  his  total  caloric 
needs,  Zachary  had  a  NG-tube  inserted 
at  three  months  of  age.  At  nine  months, 
this  was  replaced  by  the  G-tube;  at  the 
same  time,  the  Nissen  procedure  was 
done  to  prevent  reflux.  We  began  giving 
Zachary  his  feeds  by  venting  his  tube  to 
allow  for  iny  air  or  vomiting  episodes 
to  occur  out  of  his  tube. 

At  about  12  months  of  age,  Zachary 
began  to  exclusively  vomit  orally.  His 
vomiting  episodes  had  no  particular 
pattern  and  did  not  seem  related  to  the 
volume  of  his  feedings. 

Zachai^  began  to  vomit  large  quanti- 
ties— sometimes  as  often  as  five  to 
eight  times  a  day.  Zachary  has  had  the 
pH  probe  test  twice  and  has  also  had 
tlie  upper-barium  test.  Both  tests  indi- 
cated only  a  small  anioimt  of  reflux  and 
some  occasionally  fluctuating  pll  levels. 

Like  you,  we  have  tried  various  med- 
ications— including  Zantac,  Reglan, 


Cisipride  and  Betlianecol — ^with  no 
success.  However,  Zachary  takes  regu- 
lar doses  of  Donital  to  calm  his  stom- 
ach waves,  and  it  seems  to  be  moder- 
ately successful.  Zachary  also  suffered 
from  inconsolable  irritability — the 
Donital  has  helped  substantially  in 
improving  his  mood  without  causing 
him  to  become  lethargic. 

We  also  use  a  high-calorie  formula 
and  have  used  a  number  of  additives, 
from  MCT  oil  to  simple  baby  cereal. 
Although  you  did  not  say,  we  hope  you 
have  a  feeding  pump,  as  it  does  help  in 
the  slow  continuous  flow  of  the  feeds. 

Zachary  also  has  a  lot  of  "pooling"  of 
mucous  in  the  back  of  his  throat 
because  of  his  poor  swallowing  reflex. 
We  find  that  he  vomits  less  frequently  if 
we  are  able  to  keep  this  mucous  under 
control.  Elevating  his  upper  torso  dur- 
ing feeds  seems  to  help. 

Zachary's  vomiting  has  decreased 
somewhat  with  age.  We  give  him  a  slow 
continuous  feed  during  the  night  to 
supplement  what  he  needs  for  growth. 
Although  we  fight  for  eveiy  ounce,  we 
have  gradually  been  able  to  increase 
his  weight 

K.C.  &C.C.,  Georgia 

EnimR's  Note:  J.K.  &  T.K.  received  a 
7ium  ber  of  responses  to  their  Search 
letter  We  invited  Dr.  David  Hirsch 
(Ask  the  Doctor)  to  comment  on  these 
responses.  Dr.  Hirsch  noted  that 
almost  all  of  the  parents  who 
responded  described  similar  evalua- 
tions and  trials  of  medications  and 
formulas  with  tfteir  oum  children. 
Some  of  these  medications  may  work 
on  an  individual  child,  often  in  con- 
junction with  a  formula  change,  a 
change  in  feeding  method  (e.g.,  drip 
vei'sus  bolus  or  open  versus  closed  sys- 
tetns)  or  tlie  addition  of  food  additives 
( e.g. ,  poly  cose,  MCT  oil  or  concen- 
tivted  formula  poivets). 

Dr.  Hirsch  noted  that  some  children 
seetned  to  "outgixni)"  tlw problem.  In 
others,  a  relatively  easy  solution 
(such  as  a  change  in  positioning)  or 
the  use  of  a  commonly  available  med- 
ication (such  as  Donital)  made  a  use- 
ful difference.  In  another  case,  the 
diagnosis  of  a  rare  condition  and  its 
appropriate  treatment  "cured"  the 
vomiting  ptvblem.  While  all  cases  are 


diffei-ent.  Dr.  Hirsch  added  that  most 
Imve  significant  similarities  that 
may  lead  to  relatively  straightfor- 
ward solutions. 

Two  Children 
With  Spina  Bifida? 

D.H  &  D.H  (August  1994)  are  the 
parents  of  a  two-year-old  daughter 
with  spina  bifida  and  a  three-and-a- 
half-year-old  son,  who  does  not  have  a 
disability.  They  are  thinking  about 
having  another  child,  but  doctors  have 
told  them  they  would  have  a  small 
chance  of  having  another  child  wi  th 
spina  bifida.  D.H.  &  D.H.  wanted 
some  insight  on  what  life  ivould  be 
like  with  two  children  with  spina 
bifida. 

We  read  your  letter  and  felt  like  you 
were  talking  to  us!  We  have  three  chil- 
dren— ^Michael,  8,  Colin,  6,  and 
Bethany,  4.  Colin  and  Bethany  both 
have  spina  bifida. 

We  did  not  know  Colin  had  spina 
bifida  before  he  was  bom.  Things  hap- 
pened veiy  fast;  in  fact,  his  whole  new- 
bom  period  is  a  big  blur  in  our  memo- 
ries. We  grieved,  read  eveiything  we 
could  get  our  hands  on  and  eventually 
came  to  terms  with  the  situation.  We 
tiied  to  carry  on  and  to  make  our  lives 
as  "normal"  as  possible.  We  even 
learned  to  feel  fortunate  because 
Colin's  lesion  was  fairly  low  (L5-S1), 
and  his  prognosis  for  walking  was 
good. 

When  Colin  was  about  a  year  old,  we 
began  to  discuss  whether  and  when  to 
have  another  child.  We  decided  fairly 
easily  that  we  wanted  another  baby 
because  doctors  told  us  we  had  a  two 
to  three  percent  chance  of  having 
another  child  with  spina  bifida.  To  us, 
that  meant  a  97  to  98  percent  chance  of 
having  a  healthy  baby — so  much  for 
statistics! 

Just  as  we  had  decided  to  wait  a  year 
to  have  another  child — so  that  Colin 
would  be  walking  better — we  discov- 
ered the  question  was  moot!  The  new 
baby  would  be  bom  tiroimd  Colin's  sec- 
ond birthday.  We  immediately  began 
shopping  for  a  double  stroller 

A  level-II  ultrasound  at  about  15 
weeks  gestation  revealed  that  the  new 
baby  did,  indeed,  have  spina  bifida.  Of 
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Bed-wetting  won't  bother  him  tonight. 
And  you  can't  see  why. 


Pull-Ups*  GoodNites'"  absorbent 
underpants  are  the  first  ones  ever  made 
for  bigger  children-45  pounds  and  up. 

They're  superabsorbent,  yet  so  thin, 
they  all  but  disappear  under  pajamas. 

The  child  slips  them  on  and-acci- 
dent  or  not-wakes  in  a  clean,  dry  bed. 
With  a  whole 
new  positive 
attitude. 

GoodNites'" 
will  help  keep 
kids  dry  until 
they  outgrow 
bed-wetting. 
Since  3  million 
kids  share  this  problem,  that's  a  lot  of 
good  mornings. 

Get  the  GoodNites'"  Guide  for  Kids- 
yours  for  sending  just  $1  postage  and 
handling  to:  GoodNites™  Book  Offer,  P.O. 
Box  1125,  Maple  Plain,  MN  55592. 


mSmm^-iiiirm''  '-  ■'  ■  "'XT'- 

GoodMes 
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"GoodNites"' mean 
Good  Mornings" 


A  MOST, ACCESSIBLE:  STOKE 


The  Apple  C(  )niputer  Disabilin-  Sciiutions  Store 
Call:  l-8t)()-6()()-7808;  i-80()-:'55-0601Cm'). 


^^^^^^ 


Simplified  electronic  messaging 
Provides  full  Internet  capabilities 
Easy  to  search  special  education  databases 
Customized  services  and  pricing  packages 
Interactive  user  interface 
Accessibility  to  special  education  bulletin  boards 
Link  to  special  educators,  associations,  parents,  &  students 
National,  "800",  customer  support  number  provided 
Electronic  fax  delivery  options 
Training  materials  included 


GTE  Educational  Network  Services 

1-800-927-3000,  ext.  8507 

Internet  Address  INF09gteens.com 


coiirse,  we  cried.  Although  we  knew 
the  risks  and  had  been  confident  that 
we  could  handle  having  another  child 
with  spina  bifida,  we  had  hoped  this 
baby  would  be  okay.  We  took  the  ultra- 
sound pictures  to  our  neurosurgeon  for 
a  consultation.  We  learned  that  the 
baby's  lesion  was  in  the  L4  area,  and 
that  everything  else  seemed  fine.  With 
this  information,  and  with  what  we 
already  knew  about  spina  bifida,  we 
felt  comfortable  about  our  decision  to 
continue  the  pregnancy. 

We  continued  to  monitor  the  baby's 
development  with  frequent  ultrasounds 
and  made  plans  for  a  C-section.  Things 
went  well  and  we  were  thrilled  to  have 
a  daughter. 

Now,  Bethany  is  four.  It  is  hard  to 
believe  these  years  have  passed  so 
quickly!  In  a  way,  the  first  few  years  are 
hard  to  remember  because  we  were  so 
busy.  It  was  hard  to  keep  up  with  dou- 
ble diapers,  two  sets  of  braces  and  dou- 
ble therjpy  sessions.  And  going  any- 
where required  a  fair  amount  of 
planning  and  equipment  But  we 
figured  it  all  out  and  did  whatever  we 
would  have  done  anyway.  At  first,  we 
felt  very  conspicuous  going  places  with 
our  two  strollers  and  two  little  pairs  of 
crutches,  but  we  soon  got  used  to  it. 

We  have  found  that  having  two  chil- 
dren with  spina  bifida  is  not  all  that  dif- 
ferent from  having  one  child  with  spina 
bifida.  We  both  feel  that  it  was  easier 
the  second  time  around  because  we 
were  better  prepared.  We  have  even 
discussed  the  idea  that  having  a  sibling 
with  a  similar  disability  might  actually 
be  beneficial  to  a  child,  in  that  they  feel 
less  "difTerent"  Having  two  children 
with  spina  bifida  also  helps  us  avoid 
putting  too  much  pressure  on  one 
child. 

Of  course,  having  two  children  with 
spina  bifida  is  no  picnic!  There  are 
times  when  the  little  inconveniences 
can  really  add  up,  but  we  tiy  to  keep 
our  sense  of  humor  and  to  rely  on 
friends  for  moral  support  We  also  are 
aware  of  Michael's  needs — with  so 
much  time  and  energy  devoted  to  the 
other  two  children,  we  tiy  to  make  sure 
Michael  receives  his  share  of  attention. 

For  us,  the  decision  to  have  a  third 
child  was  the  right  one.  Bethany  has 
such  a  strong,  engaging  personality  that 
it  is  hard  to  imagine  our  family  without 
her. 

J.D.  &  E.D.,  Pennsylvania 
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Obsessive  Compulsive  Disorder 

p.p.  (July  1994)  has  a  10-year-old  son 
who  lias  been  diagnosed  with  obses- 
sive compulsive  disorder  (OCD)  and 
is  currently  taking  medication.  He 
also  has  some  learning  disabilities. 
P.P.  wanted  to  "compan  notes"  with 
parents  of  similar  ch.  iren. 

Our  1 1-year  old  daughter  was  diag- 
nosed with  OCD  a  year  and  a  half  ago. 
Like  your  son,  Laura  has  some  learning 
difficulties;  she  also  has  a  progressive 
hearing  loss.  We  have  found  OCD  to  be 
another  challenge  in  her  life,  but  a 
nianageable  one. 

Laura's  OCD  is  mani/ested  in  com- 
pulsive hand  washing.  The  symptoms 
became  quite  pronounced  before  we 
realized  what  was  going  on.  Laura  was 
quite  distressed  by  her  compulsions,  so 
it  didn't  take  us  long  to  seek  profes- 
sional help.  Fortunately,  we  were 
quickly  referred  to  a  child  psychiatrist 
who  has  had  experience  working  with 
children  with  OCD.  He  reassured  us 
that  it  is  a  biochemical  disorder,  and  is 
quite  treatable.  Laura  has  been  on  med- 
ication since  her  diagnosis  and  is  doing 
very  well. 


Laura  continues  to  have  some 
difficult  behavior,  but  as  we  have 
learned  about  OCD,  some  of  it  has 
become  easier  to  understand  and  man- 
age. Laura  has  always  been  somewhat 
anxious  and  fearfiil,  and  does  not  adapt 
easily  to  change.  We  have  learned  to 
give  her  clear,  concrete  directions  and 
plenty  of  warning  when  her  routine 
needs  to  change.  She  responds  well  to 
structure  and  becomes  anxious  when 
she  has  "time  on  her  hands."  She 
enjoyed  going  to  day  camp  several 
weeks  this  summer 

Laura  has  always  behaved  well  at 
school,  but  she  needs  structure  in  that 
situation,  too.  When  she  was  younger, 
it  helped  her  to  have  a  written  schedule 
for  each  day. 

We  have  discussed  OCD  with  Laura's 
tecichers.  None  of  them  had  previous 
experience  with  this  disorder,  so  we 
felt  it  was  important  for  them  to  under- 
stand the  anxiety  that  is  part  of  the 
condition.  They  have  all  been  very 
supportive,  and  have  been  able  to  give 
Laura  reassurance  when  she  needs  it  If 
Laura's  teachers  had  not  been  willing 

continued  m,  page  76 


AWESOME! 


...just  begins  to  describe  kids'  reactions  to 
riding  the  STEP  'N  GCT  Cycle. 

There's  never  been  a  cycle  like  it! 

Here  are  three  great  rejfeons  why  a 
STEP  'N  GCr  is  idearfor  your  child 
-and  no  other  cycle  has  them! 

*  Our  Patented  Tredl  Transmission'^ 

automatically  responds  to  your  child's 
natural  range  of  motion.  They  pedal  up 
and  down  instead  of  'round  and  'round! 

*  Our  Easy  Balance"  Design  provides 

maximum  stability  by  placing  your  child 
within  the  "Triangle  of  Safety." 

*  One  Size  Fits  All!  There's  no  need  for 

complicated  sizing  and  measuring  before 
you  purchase.  Kids  of  all  sizes  from 
60  pounds  and  up  can  easily  ride  and 
enjoy  STEP  'N  GO."  Plus  the  rugged 
design  and  affordable  adaptations  mean 
they'll  never  outgrow  the  fun  of  a 
STEP  W  GO"  Cycle! 

They  'II  feel  safe  and  in  control. 


30  Day  At  Home  Trial 

Call  Us  Today  for 
Complete  Information 

by  !•»  Class  Mail 
1-800-648-7335 

(802)  425-2264  Ext  254 


STEP  TV  GO"  Cycles 

Treadle  Power,  Inc.,  P.O.  Box  180.  Cedar  Beach  Rd^thariotte.  VT  05445 
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Now  he  has  a  place 

for  everythmg 
like  everyone  else. 

^Tien  he's  at  school  with  everj'one  eke, 
the  last  thing  he  needs  to  worry  about  is 
where  to  write  and  put  his  books.  With 
the  MYDESC™  FlipTop  Storage  Desk,  he 
has  his  own  portable  desk  and  a  place  to 
put  things  too! 

Its  unique  ball-joint  movements  and 
sturdy  supports  put  MYDESC  in  a  class  of 
its  own.  It  tilts  for  reading,  writing  or 
computing,  then  goes  flat  for  lunch  time 
and  breaks.  A  secret  storage  compartment 
hides  papers,  books,  pencils  (and  maybe  a 
few  comic  books).  And  when  it's  time  for 
transfers,  the  entire  desktop  swings  down 
to  the  side  and  out  of  the  way. 

It's  simply  designed  for  flexibility 
and  growth,  so  he  can  use  his  MYDESC 
for  years  to  come! 

For  more  information  on  the  entire 
MYDESC  line,  contact  your  local  rehab 
dealer  and  ask  to  see  the  MYDESC 
demonstration  video.  Or  call  us  directly 
for  a  free  brochure. 

1.800-4.MYDESC 


RHAMDEC 
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Familiar  Faces 


He  didn't  scare  too 
many  crmos  last  Hal- 
loween, but  three- 
year-old  Michael 
Andrew  Verdin  of 
Tulsa,  Oklahoma  did 
a  great  job  of  trick-or- 
treating.  Michael  has 
tttberous  sclerosis. 


Lee  Joseph 
Grube  is  a  very 
happy  little  boy 
who  loves  to  show 
off for  friends 
and  family. 
Dressed  as  a 
pumpkin  last 
Halloween,  he  got 
his  fair  share  of 
attention.  Lee, 
who  will  be  two 
years  old  in  January,  has  multiple  disabilities.  He  lives 
with  his  parents  Lee  and  Angela  in  Champlain,  Min- 
nesota. 


It  tvas  no  wonder 
Matthew  Charland, 

5,  of  Manassas,  Vir- 
ginia, made  a  jolly 
jester  last  Halloween. 
Matthew,  who  has 
Kabuki  Makeup  syn- 
drome, is  always 
entertaining  everyone 
with  his  sense  of 
humor  and  funny 
antics,  says  his  mom. 
Amy. 


He  may  Imve  been  "Oscar  the  Grourh"for  Hallovwen, 
but  J«(ffrey  John  Lewis,  5,  was  a  happy  givuch 
when  he  won  two  prizes  for  his  costume.  Jeffrey,  of 
Esapus,  New  York,  had  a  left  hemi- 
spherectomy  in  July  1993  to 
remove  Rasmussen  syndrome, 
a  rare  brain  disease. 
Although  he  ivas  left-  with 
some  paralysis  on  his  right 
side,  it  doesn't  stop  him 
fwm  doing  much. 
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Grandpa  Gino 
Fioravanti  enjoyed 
spending  last  Hal- 
Unoeen  with  this  little 
tiger  from  Penfield, 
New  Yoi-k.  Nicholas 
Fioravanti,  3,  loves  to 
dress-up  for  HaUoween, 
says  mom  Julie. 
Nicholas  has 
cerebral  palsy. 


With  a  mobile  of  flying 
bats  and  ghosts  above 
her  head,  witch 
Desirie  Lord,  8, 
clutches  her  Invom  and 
prepares  for  a  night  of 
tricks  and  treats.  Her 
mom,  Elizabeth,  says 
she  always  tries  to 
make  Desi's  wheelchair 
a  part  of  her  costume. 
Desi,  whjo  has  cerebral 
palsy,  lives  in  Center- 
viMe,  Virginia. 


Who  says  troUs  can't 
be  cute?  Donna 
Jensen  says  daugh- 
ter Annan  Leigh 
Jensen  "is  the  cutest 
troU  I  know. " 
Tiventy-eight-month- 
old  Annan  was  boin 
with  tracheomalacia 
and  now  has  cere- 
bral palsy.  Annan 
lives  in  Gulf  Breeze, 
Florida. 


Linda  Fahnestock  (right)  and  her  granddaughter; 
Jordynn  Roe  Lakatos,  made  a  great  pair  of 
Raggedy  Anne  twins  with  the  costumes  Linda  made 
forJordynn's  school  Halloween  party  two  years  ago. 
Jordynn,  now  6,  lives  in  Torrance,  Califoi-nia.  She  is 
undiagnosed,  but  has  microcephaly,  a  seizure  disorder 
and  other  disabilities. 


Kristin  Costanzo, 

7,  loves  to  cloum 
around  at  Halloween. 
Kristin,  of  Altamonte 
Spiings,  Florida, 
attends  a  private 
Catholic  school  and 
enjoys  ballet  lessons. 
She  has  Doum  syn- 
drome. 


Where's  Tinkerbdl?  Brothers  Joseph  Keawe  Broc  and 
John  Kealoha  Broc  won  first  prize  for  their  Peter  Pan 
and  Captain  Hook  costumes  at  a  contest  sponso7vd  by  a 
shopping  center  near  their  liome  in  Haleiwa,  Hawaii. 
The  boys' grandmother,  Juanita,  made  the  costumes — 
even  seiving  long  yinglets  of  hair  to  the  inside  ofJ(  ^in's 
Captain  Hook  hat.  Joseph,  noiv  6,  has  spina  bifida. 


WomM  you  Hkt  to  than  a  tevoilto  candid  tnapriwl  or  (Ma  of  your  child  and/or  family  witti  otiief  readers  of  Exceptional  Parent?Sera  it  to:  Readers'  Photos,  Exceptional  Parent.  209  Har- 
vard Street  Suite  303,  BrooWine,  MA  02146.  (Sofry,  photos  cannot  be  returned.)  On  a  separate  sheet  of  paper,  write  your  chlids  fuli  name,  age  at  tlie  time  photo  was  taken,  address  and  day- 
time phone'  numtwr,  and  identify  everyone  in  the  photo.  If  youJil^^you  can  also  wnte  a  few  sentences  atjout  your  child.  Then  look  for  a  familiar  face  in  an  upcoming  issue! 
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AlSK  T4IE  DACtOR 


by  David  Hirsch,  M.D. 

Irritability 


QMy  14-year-old  daughter  has 
cerebral  palsy  and  hydro- 
cephalus requiring  a  shunt.  She  is 
mentally  retarded  and  nonverbal. 
She  gets  most  of  her  feedings  by 
gastrostomy  button,  but  can  eat 
some  pureed  foods  which  she  really 
eruoys.  The  problem  is  that  she  has 
recurring  episodes  of  irritability  last- 
ing from  three  to  five  days  at  a  time. 
During  these  periods,  she  is  irritable 
for  three  to  four  hours  at  various 
times  each  day  and  will  not  take  any 
food  by  mouth.  She  may  have  five  to 
ten  good  days  in-between.  We  have 
taken  her  to  the  doctor  for  this,  but 
she  always  seems  to  be  fine  in  the 
doctor's  office. 

These  recurring  bouts  of  irritability 
make  it  difficult  to  plan  family  social 
events  or  for  my  husband  and  I  to  go 
out  and  leave  her  unless  we  have 
skilled  respite  care.  Is  there  anything 
we  can  do  to  find  out  the  cause  of 
this  iiTitability  and  help  her  through 
these  times? 

A Irritability,  in  a  child  with  a  dis- 
ability, whatever  the  cause,  is 
one  of  the  most  difficult  and  frustrat- 
ing problems  for  both  parents  and 
health  care  providers — not  to  men- 
tion how  frustrated  the  child  may 
become.  In  individuals  with  multiple 
medical  problems  and  the  inability  to 
conununicate,  the  cause  of  the  irri- 
tability can  be  very  difficult  to  deter- 
mine. Acute  (sudden,  short-term) 
irritability  may  have  an  obvious  cause 
such  as  an  ear  infection,  gastroenteri- 
tis (stomach  fiu)  or  trauma  With 
chronic  (ongoing,  long-term)  irritabil- 
ity, the  cause  may  not  be  complicated 
even  though  it  is  not  immediately 
obvious.  To  further  complicate  the 
diagnostic  process,  an  irritable  child 
will  often  bo  fine  when  brouglu  to  the 
doctor's  office.  Nevertheless,  chronic 
irritability  is  extremely  stressful  for 
the  child  and  parents,  and  as  you 


pointed  out,  can  make  it  extremely 
difficult  to  schedule  family  functions. 

Chronic  irritability  may  have  multi- 
ple causes,  but  major  causes  can  be 
categorized  as  physical  (most  cases) 
and  psychological: 
•  Gastxointestinal  reflux  (abnor- 
mal backflow  of  stomach  contents)  is 
]  probably  one  of  the  most  common 
!  physical  causes  of  irritability,  espe- 
I  cially  for  children  with  cerebral  palsy 
i  who  are  tube  fed.  Symptoms  of 

refiux  may  include  vomiting  or  poor 
I  weight  gain.  Sometimes,  however, 
1  irritability  may  be  the  only  symptom. 
I      Some  forms  of  refiux  are  easily 
j  treated  with  changes  of  feeding 
I  methods,  for  example  using  the  drip 
j  method  (where  the  feeding  is  given 
'  slowly  over  a  number  of  hours)  as 
j  opposed  to  bolus  (where  the  feeding 
I  is  given  over  a  much  shorter  time 
j  period  at  a  much  faster  rate).  Vent- 
I  ing,  opening  the  button  or  feeding 
i  tube  to  allow  n^  ore  air  to  escape 
I  from  the  stomach,  may  decrease 
'  refiux,  too.  A  doctor  may  also  pre- 
j  scribe  medications  or  changes  in 
positioning. 

More  severe  forms  of  gastrointesti- 
nal refiux  may  require  more  compli- 


cated evaluations  by  your  child's 
physician  or  a  gastroenterologist,  and 
more  aggressive  treatment. 

•  Chronic  constipation  is  another 
very  common  problem  in  children 
with  disabilities.  If  you  have  ever  suf- 
fered from  "irregularity,"  you  know 
that  it  can  be  painful  and  can  become 
a  chronic  problem  if  left  untreated. 
Modifications  of  diet  and  the  use  of 
natural  laxatives,  fiber  or  other 
approaches  recommended  by  your 
child's  physician  may  take  care  of 
this  problem.  (See  Ask  The  Doctor, 
July  1994.) 

•  More  severe  gastrointestinal  disor- 
ders such  as  gastritis,  ulcers  and 
other  forms  of  digestive  tract 
dysfunction  may  also  cause  chronic, 
recurrent  irritability.  Diagnosis  of 
these  conditions  may  require  exten- 
sive evaluation. 

•  Orthopedic  problems  such  as  dis- 
locations, especially  of  the  hip,  and 
subtle  fractures,  often  not  associated 
with  known  trauma,  may  be  aggra- 
vated when  the  child  moves.  This 
causes  pain  and  irritability.  X-rays  or 
other  imaging  studies  may  be 
needed,  especially  after  a  thorough 
examination  reveals  a  painful  area 


Ask  the  Doctor  is  a  regviar  department  of  Exceptional  Parent  in  which 
questions  frxrni  readers  are  answered  by  David  Hirsch,  M.D.,  a  board- 
certified  pediatrician  and  member  qf  the  Editorial  Advisory 
Board  qf  Exceptional  Pabent  magadne.  Dr.  Hirsch  is  a  partner 
in  Phoenix  Pediatrics,  Ltd.  in  Phoenix,  Arizona.  He  specializes 
in  treating  children  vdth  developmental  discUnlities  and  chronic 
illnesses. 

Whenever  possible.  Dr.  Hirsch  makes  specific  suggestions. 
However,  since  Dr.  Hirsch  is  responding  to  letters  and  vM  not 
have  personally  examined  the  child  in  question,  parents  need  to 
review  his  suggestions  with  the  child's  regular  physician  and 
other  appropriate  professioncds.  Wtim  Dr.  Hirsch  occasionally  mentions 
specific  products  or  medications,  he  is  doing  so  to  illustrate  his  sugges- 
tions; he  is  not  endorsing  any  specific  products. 

To  submit  a  question  to  Dr.  Hirsch,  vrrite  orfax:A8k  the  Doctor, 
Exceptional  Parent,  209  Harvard  Street,  Suite  303,  Brookline,  MA  021M& 
5005,  Fax:  (617)  730-8742. 
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•  Certain  neurological  problems 

may  also  be  difficult  to  detect  in  chil- 
dren who  cannot  communicate. 
Migraine-like  headaches  may  cause 
pain  and  irritability  which  is  periodic 
but  not  usually  daily.  In  children  with 
other  neurological  problems  such  as 
cerebral  palsy,  some  of  the  other 
symptoms  seen  in  classic  migraine, 
such  as  sensory  and  motor  distur- 
bances (certain  visual  disturbances, 
temporary  paralysis  or  numbness  of 
an  extremity  among  others),  may  not 
be  recognized. 

•  Central  nervous  system  shunts 

are  special  plastic  tubes  that  drain 
excess  fluid  from  tlie  ventricles  of 
the  brain.  A  child  with  a  shunt  that  is 
working  only  intermittently  may 
experience  episodic  pain  and  irri- 
tability without  the  more  pronounced 
symptoms  of  a  sudden  shunt  failure. 
If  there  is  any  question  about  the 
functioning  of  your  daughter's  shunt, 
her  pediatrician  or  neurosurgeon 
should  be  contacted. 

•  The  effects  of  medications  and 
combinations  of  medications  that 
are  used  on  a  continual  basis  may 
cause  irritability  by  themselves  or 
may  lead  to  other  problen\s,  such  as 
gastritis,  that  cause  irritability. 

•  If  your  daughter  has  started  men- 
struating, especially  if  she  has  had 
periods  for  a  year  or  two,  she  may  be 
experiencing  periodic  bouts  of 
cramping.  This  is  another  potential 
source  of  episodic  irritability- 

•  A  feeding  anxiety  or  aversion  is 
a  possible  psychological  cause  for 
irritability.  If  your  daugh.ter  has  had 
previous  experiences  with  feedings 
that  made  her  physically  uncomfort- 
able, she  may  have  developed  wor- 
ries or  fears  about  the  act  of  eating. 
In  this  case,  she  would  probably  be 
more  likely  to  seem  irritable  around 
feeding  times.  If  possible,  it  may  help 
to  eliminate  those  factors  that  seem 
to  make  the  child  uncomfortable 
with  feeding.  If  necessary,  trying  a 
different  feeding  method  may  work. 

•  Psychological  problems  are 
harder  to  diagnose  in  children  who 
have  severe  medical  problems.  Many 
health  care  providers  feel  that  a  chUd 


with  a  medical  condition  such  as 
cerebral  palsy  caimot  also  have  psy- 
chological problems  such  as  depres- 
sion, anxiety  and/or  compulsive 
behavior  This  mistaken  belief  is 
especially  common  if  the  child  in 
question  is  mentally  retarded.  But  my 
experience  suggests  that  psychologi- 
cal problems,  especially  those 
described  above,  are  at  least  as  com- 
mon in  children  with  disabilities. 


Your  child's  pediatrician  should  be 
able  to  refer  you  to  a  neuropsycholo- 
gist or  a  developmental  psychologist 
or  psychiatrist  who  has  had  experi- 
ence treating  children  and  adoles- 
cents with  developmental  disabilities. 

These  are  the  more  common 
causes  of  irritability  that  I  see  daily  in 
my  practice.  There  are  many  others. 
Please  consult  your  daughter's  physi- 
cian for  further  evaluation. 
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by  Richard  Epstein 

Funding  Power  Wheelchairs 


QI  have  a  five-year-old  son  with  i 
cerebral  palsy.  He  is  not  able  to  l 
walk  on  his  own,  but  he  has  the  abil-  j 
ity  to  get  around  with  a  children's 
power  wheelchair. 

My  insurance  company  wall  only 
cover  the  costs  for  a  manual  wheel- 
chair. Is  it  possible  to  get  coverage 
for  a  power  wheelchair  if  it  is  recom- 
mended by  a  therapist?  Also,  is  it 
likely  the  insurance  company  would 
I  cover  the  cost  of  buying  a  used 
power  wheelchair? 

A When  people  purchase  a  health 
insurance  policy,  they  often 
assiune  that  the  insurance  company 
will  provide  reimbursement  for  the 
cost  of  all  medical  services  and 
equipment,  aside  from  tlie  usual 
deductibles  and  co-payments.  That's 
a  reasonable  assumption,  but  it's  not 
always  the  way  the  system  works. 

Many  insurance  policies 
specifically  exclude  coverage  for  cer- 
tain services  or  equipment,  including 
power  wheelchairs — sometimes 
listed  as  "durable  medical  equip- 
ment" The  first  question,  then,  is 
whether  your  insurance  policy  has 
such  an  exclusion.  That  information 
should  be  clearly  listed  in  your  policy 
manual  (if  it's  a  group  policy,  check 
the  "master  contract"). 

If  no  exclusion  of  power  wheel- 
chairs is  listed,  you  need  only  to 
demonstrate  that  the  equipment  is 
"medically  necessary."  That  requires 
"documentation" — letters  from  your 
child's  doctor  and  physical  or  occu- 
pational therapist  describing  your 
child's  condition  and  explaining  why 
he  cannot  use  a  manual  wheelchair. 

It  is  important  to  ask  tlie  doctor 
and  therapists  also  to  list  any  addi- 
tional wheolchair-rolated  equipment 
your  child  may  need,  including  spe- 
cial seal  belts,  switches,  remote-con- 
trol devices  or  other  items.  If  addi- 
tional equipment  is  listed  in  the 


original  claim,  and  is  medically  neces- 
sary, the  insurance  company  may  pay 
for  it  But  if  it  is  not  part  of  the  origi- 
nal claim,  many  insurance  companies 
will  pay  only  for  the  wheelchair. 

Some  insurance  companies  require 
that  power  wheelchairs  meet  certain 
specifications  before  they  will  pay  for 
them.  One  way  to  ensure  that  your 
choice  meets  those  specifications  is 
to  file  a  request  for  the  insurance 
company  to  make  a  "pre-determina- 
tion  of  benefits"  before  you  purchase 
the  chair.  (Check  with  your  insur- 
ance company  to  determine  the  pro- 
cedure and  forms  the  company 
requires.)  The  process  generally 
takes  three  to  four  weeks.  The  insur- 
ance company  usually  will  respond 
with  a  written  statement  ^proving 
or  rejecting  the  claim. 

Power  wheelchairs  and  related 
equipment  can  be  expensive.  And 
since  children's  needs  may  change 
rapidly,  it  is  not  imusual  for  a  child  to 
need  a  new  power  chair  every  three 
or  four  years.  If  such  items  are  not 
covered  by  your  health  insurance 
policy,  you  may  wish  to  tiy  to  find  a 
policy  that  does  cover  them.  Large 
group  insurance  policies — generally 
offered  as  an  employee  benefit  in  a 
large  company — frequently  have  the 
fewest  exclusions. 

Alternative  Funding 

If  it  is  not  possible  to  switch  to  an 
insurance  policy  that  provides  cover- 
age for  power  wheelchairs  and 
related  equipment,  another  alterna- 
tive is  to  try  to  obtain  funding  from 
local  chaiitable  or  civic  groups,  or 
from  state  agencies.  Although  the 
main  function  of  state  vocational 
rehabilitation  agencies,  for  example, 
is  to  help  people  with  disabilities 
make  the  transition  to  full  employ- 
ment, these  agencies  or  others  may 
occasionally  provide  funds  for  med- 
ical equipment  for  children  as  well. 


In  addition,  some  state  health 
departments  include  a  progiam 
designed  to  help  meet  the  medical 
needs  of  children  with  disabilities. 
That  program  may  be  able  to  provide 
funds  f<  -■  the  purchase  of  a  power 
wheelchair  for  a  child.  Under  certain 
circumstances,  the  local  public 
school  district  may  also  be  able  to 
help,  as  long  as  the  need  for  the 
power  wheelchair  is  included  in  the 
child's  Individualized  Educational 
Plan  (lEP). 

Used  Wheelchairs 

Insurance  companies  usually  don't 
deal  with  used  equipment  In  fact, 
they  generally  won't  even  accept  the 
return  of  a  used  power  wheelchair 
when  the  company  is  replacing  it 
with  a  new  one.  Insurance  compa- 
nies could,  I  think,  perform  an  impor 
tant  public  service  by  donating  used 
power  wheelchairs  and  other  expen- 
sive equipment  to  social  service 
agencies  and  needy  families. 

In  this  column,  Richard  Epstein 
answers  readers'  ques- 
tions about  health 
insurance.  Send  your  jHt^iis;'! 
questions  to  him  at  I 
Exceptional  Pasest,  | 
209  Harvard  SU,  Suite  I 
303,  Brookline,  MA  I 
02146,  or  fax  ques- 
tums  to  (617)  730-8742. 

If  your  question  relates  to  a 
specific  health  insurance  claim, 
please  include  copies  of  any 
materials  you've  received  from 
the  insurance  company.  (Please, 
don't  send  originals!)  Include 
your  address  and  phone  number, 
lb  insure  privacy,  only  your  ini- 
tials and  state  will  be  used  in  the 
column.  Due  to  time  constraints, 
it  is  not  possible  to  respond  to  let- 
ters individually. 


At  Last,  a  Financial  Plan 
and  Someone  Who  Knows 
How  To  Help  You  Use  It: 

Your  Financial  Consultant. 


Merrill  Lynch  has  over  80  Financial  Consultants 
who  are  specially  trained  to  meet  the  needs  of  the  deaf 
and  hard-of-hearing  community.  Through  the  use  of 
TTYs  and  voice  amplification,  they  can  provide  you  with 
access  to  all  of  Merrill  Lynch's  services  and  research. 
They  will  begin  by  discussing  your  current  situation, 
your  financial  concerns,  and  your  objectives  with  you. 
This  information  can  be  used  with  our  fee-based 
Financial  Foundation*  Service  to  provide  you  with  a 
personalized  financial  plan  that  you  can  readily  under- 
stand and  act  upon  to  reach  your  financial  dreams. 
The  plan  recommends  concrete  ways  you  can: 

■  Reduce  income  taxes 

■  Allocate  and  build  investments 

■  Protect  your  family  from  loss  af  mcome 


■  Meet  education  expenses 

■  Fmance  your  retirement 

■  Plan  your  estate 

Take  the  first  step  in  planning  your  financial  future 
by  calling  your  Merrill  Lynch  Financial  Consultant  and 
asking  about  the  Fmandal  Foundation  Service. 

The  difference  is  Merrill  Lynch. 

Call  800-637-7455%xt.8239 

*If  you  are  deaf,  you  can  caU  800-765-4833,  ext8239 
If  you  are  lmd-of-hearin|,_youan  aJl_»W^^ 

R>r  more  Infotmition  ibout  our  FmtncUl  FbunditioiP  Service,  tend  to: 
Merrill  Lynch  Retporac  Center 
P.O.  Box  30200,  New  Btuiawick,  Ifl  08989-0200 


Ntme  . 


Buiinet*  Phone  . 
Home  Phone  _ 


Addreu . 

City  


Sute  . 


.Zip_ 


Merrill  Lynch  client*,  ple»«e  give  the  name  ind  office  iddrewof  your  Fuunciil 
Consultant:  


8239 


Merrill  Lynch 

A  tradition  of  trust. 
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Custom  fitted  fun. for  all  ag^! 


Excellent  Therapy  for 
■Spina  Bifida, 
«Cei^bral  Palsy, 
«Amputatl6rl^, 
^Ortftopadfc  ' 
Handic^p^ 


Harilyn  Rousso 

Sex,  Lives  and  Disability 


Hmilm  Ro^isso  is  the  founding  director  of  the  Network- 
ing Project  for  Disabled  Women  and  Ghis  in  New  York 
City.  She  is  the  author  of  Disabled,  Female,  and  Proud! 
and  executive  producer  of  the  documentary  video.  Posi- 
tive Images:  Portraits  of  Women  with  Disabiuties.  She  is 
a  member  of  the  board  of  directors  of  the  Ms.  Founda- 
tion for  Women,  the  editorial  advisory  board  of  Excep- 
tional Parent  and  a  former  commissioner  with  the  New 
York  City  Commission  on  Human  Rights.  ' 

Rousso  began  painting  about  six  years 
ago  because  of  a  "real  desire  to  do  some- 
thing that  was  a  little  less  intellectual  and  a 
little  more  visually  oriented. "  She  says  she 
wants  to  include  mare  people  with  disabili- 
ties in  her  paintings  "because  I  don't  think 
we  see  ourselves  out  there  in  the  art  world. " 


I was,  in  my  mother's  mind,  very  eager  to  be 
bom  because  I  wanted  to  arrive  before  the 
doctor  even  got  to  the  hospital.  My  mother 
didn't  know  I  had  a  disability  until  I  was 
about  one  and  a  half 
when  I  seemed  to  be 
somewhat  delayed, 
particularly  in  walk- 
ing. Doctors  told  her 
she  was  being  a 
hypochondriac  on 
my  behalf.  When  I 
was  finally  diagnosed 
with  cerebi-al  palsy, 
she  didn't  know  too 
much  about  it.  The 
doctor  told  her  that 
although  I  had  cere- 
bral palsy,  I  was  very 
smart  and  should  be 
kept  away  from  other 
kids  with  disabilities 
and  raised  like  a  "normal"  child.  I  think  this  attitude  was  a 
reflection  of  a  time  when  people  didn't  expect  or  realize 
people  with  disabilities  were  normal. 

I  attended  public  schools  in  New  York  City.  If  the  prin- 
cipals had  any  hesitatio'.\s  about  my  enrollment,  my  i;ucss 
is  that  my  mother  talke  d  them  out  of  these  doubts  fairly 
quickly.  Throughout  my  school  years,  I  never  knew  other 
students  with  disabilities.  If  there  were  others,  I  never 


saw  them.  At  that  time,  special  education  classes  were 
even  more  segregated— they  were  much  more  like  sepa- 
rate schools. 

I  only  had  friends  without  disabilities.  I  played  all  of 
the  games,  including  punchball.  I  may  not  have  played  as 
well  as  kids  without  disabilities,  but  I  did  well  enough  to 
be  part  of  the  group.  Of  course,  there  were  also  tlie  kids 
who  made  fun  of,  pointed  at  and  ostracized  me.  They— 


When  Rousso  ivas  grow- 
ing up,  doctors  advised 
her  parents  to  keep  lier 
away  fivm  other  kids 
with  disabilities.  "My 
parents," Rousso  says 
now,  "were  a  product  of 
their  generation;  they 
believed  if  you  had  a 
disability  you  couldn't 
have  a  social  life. " 

particularly  the  older 
boys — would  ask  what 
my  problem  was  and 
they  would  imitate  me. 

The  teasing  was  very 
painful,  but  I  also  felt 
like,  This  is  who  I  am,  this  is  my  body, 
this  is  how  it  looks,  this  is  how  it  acts.  I 
want  to  be  me.  I  don't  want  to  have  to 
live  up  to  people's  expectatioi^."  Some- 
times I  would  look  in  the  mirror  and  be 
surprised  at  what  I  saw.  In  a  way,  I  felt 
like  everyone  else,  but  I  was  confronted 
with  some  images  that  said  I  was  differ- 
ent, and  it  was  startling.  I  think  I  began  to 
feel  even  more  isolated  in  my  teenage 
years  when  the  focus  shifted  from  just 
playing  games  to  the  social  scene. 

"a  Social  and  Sexual  Life? 

During  my  teenage  years,  my  friends  started  dating,  think- 
ing about  boys,  getting  periods  and  developing  breasts. 
Although  I  went  through  aU  tliat,  I  felt  that  I  was  not  going 
to  be  part  of  the  dating  scene  and  that  sex,  marriage  and 
children  were  not  possible  for  me.  My  sister,  who  is  five 
years  older  than  me,  taught  me  some  things  and  I  learned 
others  by  observing  other  kids  or  by  reading  pamphlets 
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about  menstruation  in  Kotex  boxes.  However,  I  didn't 
think  the  infonnation  had  much  relevance  to  me.  I  con- 
centrated instead  on  my  studies.  I  thought  my  role  was  to 
do  veiy  well  in  school  and  to  get  good  grades  and  just  to 
achieve.  It  wasn't  until  I  was  in  my  20s  that  I  began  to 
consider  the  possibility  of  a  social  and  sexual  life. 

Overcoming  Stereotypes 

When  I  was  22, 1  had  an  unexpected,  but  important  expe- 
rience. I  v.  orked  one  summer  for  a  prominent  woman 
economist  who  had  cerebral  palsy.  When  I  interviewed  for 
the  position,  it  was  like 
looking  in  a  mirror  Her 
effects  on  me  are  still 
with  me.  I  was  im- 
pressed that  a  woman 
with  cerebral  palsy 
could  become  so  suc- 
cessful in  her  career, 
particularly  in  the 
"man's  field"  of  anti-trust 
economics.  Married  to  a 
wonderful  man,  Betty 
gave  me  the  pJoility  to 
see  that  I  could  have 
both  a  career  and  a 
social  life. 

My  self-esteem  really 
began  to  improve  when 
I  found  a  career  I  liked, 
being  a  psychotherapist. 
However,  my  road  to  a 
career  was  not  an  easy 
one.  When  I  completed  a 
Master's  degree  in  social 
work,  I  went  on  for 
advanced  training  in 
psychotherapy.  After 
attending  a  psychother- 
apy training  institute  for 
a  year,  I  was  asked  to 
leave  because  some  of 
the  teachers  did  not 
think  that  a  person  with 

my  disability  should  

become  a  psychothera- 
pist. They  claimed  that  my  disability  would  be  too  stress- 
ful for  patients  to  handle.  They  suggested  I  consider  a 
different  career  It  was  shocking  to  me — the  super 
achiever  who  had  always  done  so  well  was  told  she 
couldn't  succeed.  Consequently,  my  life  as  a  disability 
rights  activist  began  after  I  successfully  sued  the  institute. 

The  Women's  Movement 

At  some  point  I  achieved  a  certain  level  of  self-confidence 
to  be  able  to  consider  not  jmt  my  brains,  but  my  whole 
self.  I  wanted  more  than  just  to  be  smart.  I  became 


R(yusso  began  painting  about  sia;  years  ago  "because  of  a 
real  desire  to  do  something  that  was  a  little  less  intellec- 
tmU  and  a  little  more  visually  oriented. "  She  wants  to 
include  more  people  with  discUnlities  in  her  paintings. 


involved  in  the  women's  movement.  Although  I  was  the 
only  woman  with  a  disability  involved  with  my  women's 
groups,  I  had  a  real  sense  of  commonality  with  the  other 
women.  I  realized  that  a  lot  of  reasons  that  I  felt  differ- 
ent—my body  wasn't  right,  I  didn't  look  a  certain  way  or  I 
wasn't  graceful— were  the  same  for  women  without  dis- 
abilities. I  felt  much  more  a  part  of  the  sisterhood  of 
women  than  ever  before. 

Networking  Project  for 
Disabled  Women  and  Girls 

In  1984, 1  approached  the  YWCA  of 
New  York  City  to  sponsor  a  men- 
toring program  I  wanted  to  start  for 
girls  with  disabilities.  Named  the 
Networking  Project  for  Disabled 
Women  and  Girls,  the  project 
allows  women  and  girls  with  dis- 
abilities to  meet  and  share  experi- 
ences. I  wanted  to  help  girls  with 
disabilities  avoid  certain  things  that 
I  had  experienced,  especially  the 
isolation  and  the  acceptance  of 
negative  stereotypes.  Participants 
in  the  project  talk  openly  about  var- 
ious topics,  from  Jobs  io  relation- 
ships and  sex.  Here,  women  and 
girls  can  see  others  who  are  doing 
interesting  things  in  their  lives,  who 
have  parties,  children,  jobs  and 
lives.  I  want  girls  to  feel  OK  about 
themselves  at  age  13  rather  than 
waiting  until  age  30. 

Disabled/  Female, 
and  ProudI 

A  few  years  after  I  started  the  Net- 
working Project,  I  wrote  a  book  to 
help  young  women  with  disabilities 
learn  about  the  experiences  of 
women  who  had  "been  there."  Pub- 
lished by  Exceptioncd  Parent  Press 
in  1988,  Disabled,  Female,  and 
Pivud!  profiles  10  women  with  dis- 

  abilities. 

I'm  n<^  ,v  working  on  a  project  to 
bring  attention  to  the  problem  of  sexual  harassment  of 
girls  with  disabilities.  As  women  with  disabilities,  we  face 
a  double  set  of  prejudices  based  on  gender  and  disability. 
Girls  with  disabilities  are  often  easy  tai:gets  of  sexual 
harassment  because  they  are  seen  as  quite  vulnerable.  I'm 
trying  to  document  the  problem,  publicize  it  and  hope  to 
design  programs  for  girls  to  feel  more  empowered,  to 
train  them  to  avoid  harassment  and  encourage  tt.em  to 
report  instances  of  alleged  harassment 

I'm  also  working  with  Girls  Incorporated,  a  national 
youth  organization.  I'm  working  with  them  on  modifying 
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Rousso  has  been  involved  with  het- partner,  Gene  Brown, 
f(rr  eight  years.  "I  have  a  wonderful  relationship,"  she  says. 
"For  him,  my  disability  is  part  of  the  many  parts  of  who 
lam." 

their  Operation  SMART  program  that  addresses  the 
under-representation  of  girls  and  women  in  science  and 
math  so  that  it  is  accessible  to  girls  and  young  women 
with  disabilities.  More  jobs  require  a  knowledge  of  sci- 
entific principles,  but  because  girls  with  disabilities  are 
stereotyped  as  helpless,  dependent  and  not  smart,  they 
are  denied  exposure  to  math  and  science.  The  program's 
goal  is  to  develop  a  curriculum  for  girls  with  and  without 
disabilities  to  learn  math  and  science  together  and  to 
obtain  the  needed  skills,  attitudes  and  opportunities  to 
pursue  science  and  math  courses  and  careers. 

Looking  bock 

I  guess  it  would  have  helped  me  to  have  had  relationships 
with  adults  and  peers  with  disabilities  who  I  could  have 
looked  up  to.  My  parents  were  a  product  of  their  genera- 
tion; they  believed  if  you  had  a  disability  you  couldn't 
have  a  social  life. 

Hopefully,  things  have  changed.  Parents  should  be 
more  hopeful  that  their  daughters  can  have  relationships 
and  be  socially  active,  and  should  express  that  hope  to 
their  children  with  open  and  honest  discussions.  I  would 
love  girls  to  have  a  real  sense  of  pride  in  their  femaleness, 
pride  in  being  precisely  who  they  are — disabilities  and  all. 
I  deeply  feel  that  every  woman  really  has  wonderful 
potential  and  that  she  needs  to  have  friends  and  family 
and  an  environment  that  helps  her  to  celebrate  herself. 

DisADUio,  Female,  and  Proih)!  is  available  thtvugh  the 
ExcEiTiONAL  Parent  LiiiRAitY  for  $12.95  plus  postage  and 
handling.  7b  order,  call  (800)  535-1910. 

For  more  injbrmation  on  Positive  Images:  Portraits 
OE  Women  with  Disaiiiuties  ( not  available  in  home-video- 
cassette  fortnat),  contact  Women  Make  Movies,  Inc.  at 
462  Broadway,  Ste.  500,  Netc  Ko»*,  NY  10013  or  call 
(212)  925-0606. 
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Save  up  to  60%  on  Disposable  Diapers 
And  We  Will  Deliver  Right  to  Your  Door 


To  order,  call  toll-free 

1-800-777-1111 

24  Hour  Service 
Ask  about  our  complete  catalog  including  Depend, 
Attends,  At  Ease,  Comfort  Dry,  Ultra  Shield,  Dri  Pride, 
Promise  and  No-Rinse  Products 

Woodbury  Products,  Inc. 

4410  Austin  Boulevard  -  Dept.  250 
Island  Park,  New  York  11 558 


Circle  #86 


Together  Will  Reach 
Our  Journeys  End — 

A  BetterWorld forChildren  with  Disabilities 

For  more  than  75  years  Civitans  have  enjoyed  working 
together  to  help  people  in  their  communities. 

 hvitans  worldwide  share  your  hope  for  a  bright 

today,  and  a  brighter  tomorrow.  It  is  that  hope 
which  built  the  Civitan  International  Research  Center 
for  developmental  disabilities,  and  it  is  that  hope 
which  lights  our  path. 

Join  us.  Together  we  will  reach  our  journey's  end. 


Huikhiij;  ,1  lirlirr  WoMSimr  I') I  " 
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□ I 'm  imcri'Mi-d  in  tonuiuiniiy  iiuoKcim-m. 
vcn-Ki.'  iluln  in  my  loiiinuinin. 

□ I  wnni  m  siippuri  iIk-  rcvarili  lllul^■l^^.lv  .ii  llic  (  nit-in  Inu-tn.uiim.i!  UcmmilIi  t'l-iiUT  (iii 
ilc\cl(ipiiivnt.il  divihilitiis.  I*lc.i\c  \ciu!  iiuuc  in((irin.uiciii 
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CIVITAN  INTERNATIONAL  PO  BOX  130220,  BIRMINGHAM.  AL  3b?i3  (WO)  CIVITAN 
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Grieving  a  Dream 


by  Susan  Blanchard 


In  March  1992,  my  first  and  only  child  was  bom.  I  had  a 
delightful  pregnancy;  despite  some  nausea  at  the  begin- 
ning, I  was  very  h^py  being  pregnant.  I  loved  feeling 
my  child  inside  me.  I  envisioned  a  labor  ending  with  my 
child  being  laid  upon  my  chest,  everyone  smiling  and 
h^py. 

I  didn't  get  the  dream  I  envisioned.  Marie  was  bom  not 
breathing.  Doctors  immediately  car- 
ried her  to  a  table  on  the  other  side 
of  the  room  to  be  revived,  then 
rushed  her  out  of  the  room  to  the 
neonatal  intensive  care  nursery. 
Alone  in  the  delivery  room  shortly 
after  her  birth,  her  father  and  I 
wondered  if  she  would  live.  We 
cried,  but  mostly  we  were  in 
shock.  Nothing  could  have  pre- 
pared us  for  a  birth  like  this. 

Later,  when  I  learned  that  my 
daughter  had  cerebral  palsy,  I 
didn't  just  cry;  I  wailed.  I  went 
home  and  I  cried  and  I  wailed 
and  I  was  very  loud  about  it  I  did 
not  like  this  news;  I  did  not  want 
my  daughter  to  have  a  disability. 

Talcing  ?he  Blame 

I  believed  God  was  punishing 
me  for  past  sins — if  only  I  had 
done  something  differently, 
my  daughter  would  not  have 
cerebral  palsy.  If  only  I  had 
picked  a  different  doctor,  if 
only  my  body  had  not  been 
in  labor  so  long;  if  only  I  had 
finished  that  art  piece  before  her  birth.  It  was  easier  to 
take  the  blame  for  Marie's  condition  than  to  accept  it 

I  desperately  wanted  to  talk  with  other  parents  who  had 
been  through  similar  experiences.  I  finally  foimd  a  group 
sponsored  by  the  Arc  of  Multnomah  County — a  seven- 
week  support  group  entitled  "Accepting  a  Difference."  The 
parents  in  the  group  discussed  how  hard  it  had  been  to 
find  emotional  support  for  our  experiences.  How  wonder- 
ful it  would  have  been  if  someone  had  been  there  to  offer 
support  immediately  following  a  traumatic  birth,  someone 
to  counsel  us  during  and  after  the  initial  diagnosis. 

Finding  other  parents  who  understood  my  pain  helped 
me  to  stop  blanung  myself  for  Marie's  condition.  I  began 
to  see  the  child  beyond  the  disability.  Even  though  I  didn't 
get  the  daughter  I  had  dreamed  of — one  who  could  walk 
and  talk  and  move  independently,  I  had  a  daughter  who 
was  beautiful,  sweet  and  happy.  Still,  the  "dream  child"  I 


had  wanted  hovered  in  my  consciousness,  sometimes 
blocking  the  view  of  my  real-life  daughter. 

Grief  Ritual 

Other  members  of  the  group  suggested  that  I  do  a  "grief 
ritual."  As  soon  as  I  heard  these  words,  I  knew  I  would  do 
this  ritual,  and  that  it  would  be  important  for  my  mental 
health  and  for  my  relationship  with  Marie. 


Svsan  Blanchard 
tvith  Marie,  18  months. 
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I  began  by  leafing  through  magazines 
to  find  pictures  of  my  "dream  child" — ^the  child  I  didn't 
get  I  cut  out  any  picture  that  moved  me.  I  especially 
looked  for  picti'jes  of  the  ideal  birth  where  everyone  is 
smiling  and  the  wet,  shining  baby  is  laid  on  the  mother's 
chest  I  foimd  pictures  of  babies  sitting  up  and  crawling, 
of  young  girls  running  and  playing. 

I  cut  out  a  paper  doll  from  a  large  piece  of  blank  paper 
and  was  amazed  that  holding  tihis  piece  of  p£^er  to  my 
chest  caused  me  to  ciy.  I  glued  my  dream  child  pictures 
all  over  the  paper  doll.  I  decorated  her  with  glitter,  paint 
and  colorful  markers.  I  cut  out  a  back  for  her,  and  stuffed 
her  with  more  of  my  "dreams."  I  wrote  the  ideas  that  cor- 
responded to  each  of  my  dreams  directly  onto  the  pic- 
tures I  had  cut  out  It  was  Important  to  make  this  p£^er 
doll  as  real  as  possible,  to  name  each  of  my  dreams  and  to 
bring  them  into  the  light  so  they  could  no  longer  haunt 
my  subconscious. 

continurd  on  page  US 
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At  Chrysler  Corporation,  we  receive  a  lot  of  letters 
from  satisfied  customers.  While  we  appreciate  all 
of  them,  none  are  more  important  to  us  than  the 
ones  from  people  '  io  are  facing,  or  whose  loved 
ones  are  facing,  physical  challenges  every  day  — 
including  the  challenge  of  remaining  mobile  in  an 
automotive  world. 

After  all,  we  were  the  first  automotive  company 
to  establish  an  assistance  program  for  the  phys- 
ically challenged  —  years  before  most  of  the 
others.  And  since  then,  Chrysler's  Physically 
Challenged  Assistarxse  Program  (P-CAP)  has 
helped  thousands  of  peoplu  —  drivers  and 
passengers  alike  — achieve  a  lifestyle  of 
independence  and  freedom  that  may  not 
have  been  possible  otherwise. 


^CHRVSLtR 


And  now  the  program  offers  you  more  than  ever 
before.  Higher  cash  reimbursements  —  up  to  $1 ,500 
for  adaptive  driving  or  passenger  aids  installed  on  new 
Ram  \^ns  and  Wagons;  up  to  $750  on  all  other  new 
Chrysler  Corporation  cars,  trucks  and  minivans.  Com- 
plimentary three-year  Cross  Country  Motor  Club 
membership.  A  ftiendly,  knowledgeable  P-CAP  Re- 
source Center  to  help  answer  all  your  questions.  And 
complete  Chrysler  Credit  financing  to  qualified  buyers. 

All  topped  by  more  experience  assisting 
the  physically  challenged  than  any  other 
autorrKDtive  company.  So  call  us,  or  contact 
your  local  Chrysler  Corporation  dealer,  for 
rrKDre  information.  We'd  like  to  make  it  easy  for 
you  and  your  family  to  get  into  —  and  out  of — 
a  new  Chrysler  Corporation  vehicle. 


CORPORATION 
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For  rrxxB  information  on  the  Physically  Challenged  Assistance  Program,  call  us  at  1-800-265-9877. 
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The  choice 
is  easy . . . 

A  Columbia  Toilet  Support 
gives  your  child  independence, 
privacy  and  secure  support 


LOW  BACK  STYLE  FOR 
BASIC  TRUNK  SUITOR ! 


The  choice  is  easy  - 
when  you  have  a  choice! 
That's  why  we  offer  5 
models  to  suit  your 
child's  support  needs. 

•  Easy  mount,  easy  off! 

•  Adjustable  height 

•  Fits  any  toilet:  school, 
home  or  institutional 


Ask  for  our  FREE  Full  Color  Catalog 
of  Convenient,  Helpful  Products 


It  includes  the  unique 
Columbia  Car  Seat, 
now  crash-tested  for 
children  20  to  102  lbs., 
up  to  5  feet  tall! 

Handsome,  durable  and 
convenient  to  use! 

Contact  us  for  your 
nearest  dealer 
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♦   EXCEPTIOHAL  PAREHT  /  OCTOBER  1904 


Paul  BUmchard  with  Marie,  15  months. 


After  my  paper  doll  was  stuffed  and  decorated,  I  held 
her  in  my  arms  and  cried  some  more.  This  was  my  dream 
child;  I  wanted  to  hold  her,  but  I  knew  I  needed  to  let  her 
go.  I  love  the  daughter  I  have;  I  didn't  want  my  grief  about 
her  disability  to  get  in  the  way. 

Four  friends  gathered  to  help  me  with  the  ritual.  Each 
of  them  shared  stories  of  lost  children  and  lost  dreams.  I 


/had  decided  to  bum  this  dream 
child — to  transform,  her  energy  and 
let  her  float  away.  So,  after  discussing 
my  dreams  with  my  friends,  I  put  the 
paper  doll  in  the  fireplace,  lit  a  match 
and  let  her  go. 


then  presented  my  di'eam  child  to  my  friends  and  shared 
my  dreams  with  them.  I  talked  about  all  the  things  I  had 
wanted  but  didn't  get.  I  had  decided  to  bum  this  dream 
child — to  transform  her  energy  and  let  her  float  away. 
So,  after  discussing  my  dreams  with  my  friends,  I  put  the 
paper  doll  in  the  fireplace,  lit  a  match  and  let  her  go. 

After  the  fire  died  down,  I  shared  the  dreams  that 
became  leality  for  me — a  wonderful  pregnancy,  being 
able  to  breast-feed,  a  loving  and  playful  child.  This 
process  helped  me  to  realize  that  although  my  child  has  a 
disability,  many  of  my  dreams  about  motherhood  did 
come  true. 

mntimwd  on  page  SO 
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A  River  Runs  1hroiij{h  It 
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Introducing  the  River  Tanli  Ecosystem! 

Your  fish  hove  been  dreoming  of  this. 
A  ployground  of  sorts  where  they  move  up  ond 
dovi/n  the  ropids  ond  woterfolis.  And  where  they 
trove!  from  pool  to  pool  os  they  do  in  a  notural 
river  hobitot. 

Moybe  you've  been  dreoming  of  this. 
A  tank  you  never  hove  to  empty.  A  tonk  thot  let's 
you  use  reol  plonts  obove  ond  below  the  water. 
A  tonk  thot's  entertoining  ond  educotionol.  A  tonk  ¥20 
thot  requires  little  mcinlenonce. 

It's  not  an  aquarium.  It's  not  a 
terrarium. 

The  potented  River  Tonk  Ecosystem  is  0 
dynomic,  living  hobitot  where  plonts,  fish,  frogs 
ond  reptiles  interoct  in  ecological  balance. 


RT-30 
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Like  0  real  river,  the  rushing  water  generates  a 
healthy,  oxygen-rich  environment.  When  the  water 
seeps  through  the  grovel-filled  plant  cavity, 
biological  balance  is  naturally  mointoined.  And 
since  plants  use  fish  waste  as  food,  there  is  no 
need  for  fertilizer. 

Tliere's  a  River  Tanli  for  every 
environment. 

Homes.  Schools.  Workplaces.  Now 
everyone  con  hove  a  river  view.  The  River  Tank  is 
available  in  four  sizes:  RT-10,  RT-20,  RT-30  and 
RT-45.  It's  very  affordable.  And  you  don't  need  a 
life  preserver  to  enjoy  it. 
Call  1-800-808-8822 
for  more  inf ormatian  or 
the  dealer  nearest  you. 
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Our  prices  make 
everyone  happy! 
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lifePkmins 
ShouldBe? 
Tfeam  Effort 


Every  month,  Estate  Planning  for  Persons 
with  Disabilities  (EPPD)  provides 
essential  information  and  guidance  to 
hundreds  of  families  with  a  son  or 
daughter  who  is  disabled.  Our  national 
network  of  attorneys  and  estate  planners 
helps  to  develop  comprehensive  life  plans 
including  wills,  special  needs  trusts, 
guardianships,  advocacy,  balancing 
private  and  government  benefits.  EPPD 
provides  FREE  initial  interviews  to 
determine  needs  and  FREE  group 
seminars  for  parents.  EPPD  is  not  a 
guardianship  or  master  trust,  but  assists 
parents  in  locating  services  necessary  to 
provide  a  secure  future  for  their  loved 
one.  Call  today  to  receive  a  FREE 
brochure  and  the  location  of  your  nearest 
EPPD  representative. 


Richard  W.  Fee 
Executive  Director 

National  Office 
1200  Corporate  Drive /Suite  3S0 
Birmingham,  Alabama  35242 

800-448-1071 


ESTATE 
PLANNING  FOR 
PERSONS  WITH 
DISABILITIES 

A  Division  of  Pfolective  Lite 
Insurance  Company 
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♦   EXCEPTIONAL  PARENT  /  OCTOBER  1994 


Finding  Freedom 

In  the  short  time  that  has  passed  since  I  performed  this 
ritual,  I  liave  felt  a  great  sense  of  relief  I  realize,  however, 
that  the  grief  process  is  a  continuous  one,  and  I  will  con- 
tinue to  seek  support  from  other  parents,  my  friends  and 
my  family. 

I  encourage  other  parents  who  have  a  child  with  a  dis- 
ability to  be  aware  of  the  need  to  let  go  of  their  "dream 
child."  A  personal  ritual  or  a  simple  prayer  m^  allow  you 
to  express  your  grief  in  a  safe  way.  Learning  how  to 
accept  what  is — and  to  let  go  of  what  had  been  hoped 
for — can  be  very  liberating. 

Our  culture  is  not  very  practiced  in  expressing  sorrow. 
Sometimes  we  feel  guilty  when  we  express  disj^point- 
ment  or  sadness.  But  if  we  don't  express  our  grief,  it  will 
covertly  aflfect  us  and  those  around  us — most  of  all,  it  will 
afifect  the  child  with  a  disability. 

I  encourage  other  parents  to  get  the  help  and  support 
you  need  to  deal  with  the  sadness  and  disappointment 
that  can  come  from  liaving  a  child  with  a  disability.  Let- 
ting go  of  your  dream  child  will  give  you  and  your  real-life 
child  the  freedom  to  find  your  own  way  to  a  ha^py  life. 

Susan  Blanckard  is  a  legal  secretary  who  lives  in  Port- 
land, Oregon.  She  is  an  artist,  avid  nature  walker  and 
believer  in  magic. 


Absolutely  No  Rinsing  Required 


Just  Apply      Massage       Towel  Dry     Comb  &  Style 


Less  than  5  minutes  for  a  cleansing  shampoo 

No-Rinse*  Body  Bath 

Less  than  10  minutes  for  a 
refreshing  bath 


No  longer  is  bathing  an  ordeal 


Truly  Out  of 
Thlt  Wottd! 
No-Rinse 
Shflmp<K>  " 
.ind  No-Rinsf 
Body  Bath  arc  used 
by  NASA's  oslninauls 
on  all  of  their  space 
flif^hts,  and  are  available 
tin  .ill  futiirr  missions. 


N'R  Laboratorlps 


The  (iri.ij/Mfl/  /ifliiirf.  HOfi-riiMinv  '""r 
itrtif  Niify  ( fciiriM'M 


For  Information 
and  Samples: 

900  E.  Fr.inklin  St., 
Centervillc,Ohio4.'i4.W 
Toll  Free  1-800-22.1-9348 
FAX  1-513-433-0779 

Made  in  U  S  A 
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THE  ONLY  PRESCRIPTION 
FORMULATION  OF 

LEVOCARNITINE  IS  NOW 
AVAILABLE  FOR 
REIMBURSEMENT 


CARNITOR*  (levocamitine)  is  now  available  for  reimbursement  by  Medicaid  in  all  50  states 
and  Medicare  in  many  states. 

CARNITOR*  is  the  only  prescription  formulation  of  levocamitine  available  and  "...should  not  be 
confused  with  dietary  and  health  supplement  L-camitine  products....  Such  supplements  have  not 
undergone  review  by  FDA  for  safety  and  effectiveness.'" 

"Unless  these  dietary  supplements...have  been  approved...recommendations/  requirements  by 
State  Medicaid  agencies  would  be  inappropriate  for  the  treatment  of  systemic  carnitine  deficiency."^ 

"The  data  from  this  and  previous  studies  indicate  a  lack  of  quality  control  in  the 
manufacturing  process  of  tablets  and  capsules  in  products  sold  as  food  supplements, 
resulting  in  gross  inconsistencies  in  the  properties  of  the  tablets  to  disintegrate  under 
physiological  conditions  within  a  reasonable  time.  Furthermore,  there  is  evidence  that 
many  of  the  products  contain  significantly  less  than  the  stated  amount  of  the  active 
substance,  suggesting  also  a  lack  of  quality  control  in  the  formulation  of  the  product."^ 

"Only  the  prescription  form  of  levocamitine  is  indicated  for  the  treatment  of  carnitine 
deficiency.  Over-the-counter  and  health  food  store  products  should  never  be  substituted." 


ILEVOCARNITINEI 


The  Only  Prescription  FormulatlonI 
Available  *n  Tablet*,  Oral  SoJutior), 
and  Ampoule*  for  ]ntravenot<«  Use. 


And  NowAvallabl*  for  ReimbunemanV 


P/Mss  SM  lull  prescribing  mformatloi)  on  adjacenl  pfgo, 


CARNfTOft 

ILEVOCARNITINE) 


The  Only  Prescription  Formulation!  Available  in  Tablets, 
Oral  Solution,  and  Ampoules  for  Intravenous  Use... 
And  Now  Available  for  Reimbursement! 


RaftrancM:  1 .  Data  on  file.  SIgma-lau  Phaimaceuticals,  Inc.  Written  communication  from  the  Rxxl  and  Drug  Administiatioa  2.  Data  on  file.  Sigma-lau  Ptiaimaceuticals,  Inc.  Written 
Communication  from  the  Department  of  Health  and  Human  Senrices.  3.  American  Medical  Association.  TTierapy  for  Inborn  errois  of  metabolism.  Drug  Evaluations.  Sptttg  1992: 
8.1-8:5. 4.  MIKrigtan  DS,  Dt'tiay  G.  Dietary  supplement  L-camitine:  arialysis  of  different  brands  to  detemihe  bkavallabllity  a^  Clin  Research  S  Reg  Affairs.  1S93:10(2):71-aO. 


CARMTOR*  (LEVOCAntOTNE)  DibM*  and  Oral  Solution 
For  oral  uoo  only.  Net  for  parantaral  um. 

CARNITOR*  (Levocarnitine)  Tablets  (330  mg) 
CARNITOR*  (Ijevocarnitlne)  Oral  Solution 
(1  g  per  10  mL  muHidose) 

CARNITOR*  (Levocarnitine) 

Before  prescribing,  please  consult  complete  product 

information,  a  summary  of  which  follows: 

INDICATIONS  AND  USAQE: 

CARNITOf^  (Ijevocarnitlne)  Tablets  arxl  Oral  Solution  are 
Indicated  In  the  treatment  of  primary  systemic  carnitine 
deficiency 

Tablets  and  Oral  Solution  are  also  indicated  for  the  acute  and 
chronic  treatment  of  patients  with  an  inborn  error  of 
metabolism  which  results  In  a  secondary  carnitine  deficiency. 

CONTRAINDICATIONS  None  Icnown. 
WARNINQS  None. 
PRECAUTIONS 

Qenerel  CARNITOR*  Oral  Solution  is  for  oral/Internal  use 
only  Not  for  perenterel  use.  Gastrointestinal  reactions 
may  result  from  too  rapid  consumption.  CAHNITOH*  Oral 
Solution  may  t>e  consumed  alone,  or  dissolved  In  drinks  or 
other  liquid  foods  to  reduce  taste  fatigue.  It  should  be 
consumed  slowly  and  doses  should  IM  spaced  evenly 
throughout  the  day  (every  3-4  hours,  pretaralily  duriiig  or 
following  meals)  to  maximize  tolerance. 
Cerclnofienesis,  Mutagenesis,  Impairment  of  Fertility 
Mutagenicity  tests  have  tieen  perforrried  In  Salmonella 
typhimurium,  Saccharomyces  ceravisiaa,  and 
ScMzosaccharomycss  pomba  that  do  not  Indicate  that 
CARNITOR*  is  mutagenic.  Long-term  animal  studies  have 
not  been  conducted  to  evaluate  the  carcinogenicity  of  the 
compound. 
Pregnancy 
Pmgnancy  Category  B 

Reproductive  itudles  have  'wen  performed  In  rats  and 
ratibits  at  doses  up  to  3.8  times  the  human  dose  on  the 
basis  of  surface  area  and  have  revealed  no  evidence  of 
Impaired  fertility  or  harm  to  the  fetus  due  to  CARNITOR*. 
There  are,  however,  no  adequate  and  well-controlled 
studies  in  pregnant  women.  Because  animal  reproduction 
studies  are  not  always  predictive  of  human  response,  this 
drug  should  t>e  used  during  pregnancy  only  if  cleariy 
needed. 

Nureing  mothera  It  is  not  l<nown  whether  this  drug  is 
excreted  in  human  milk.  Because  many  drugs  are  excreted 
In  human  milk,  a  decision  should  t>e  made  whether  to 
discontinue  nursing  or  whether  to  discontinue  the  drug, 
taking  into  account  the  Importance  of  the  drug  to  the 
mother. 

Metabollam  end  excratton 

Reference:  Rebouce  CJ,  et  al:  Carnitine  metabolism  and 
deficiency  syndromes.  Mayo  Clin  Proc  58:533-540, 1 983. 

Pedletric  uee  See  Dosage  end  Administration. 

ADVERSE  REACTIONS  Various  mild  gastrointestinal 
complaints  have  tieen  reported  during  the  long-term 
administration  of  Orel  L-  or  D.  L-c«rnltine;  these  Include 


transient  nausea  and  vomiting,  abdominal  cramps,  and 
diarrhea.  Mild  myasthenia  has  been  described  only  In 
uremic  patients  receiving  D,  L-carnitine.  Gastrointestinal 
adverse  reactions  with  CARNITOf^  (Ijevocarnitine)  Oral 
Solution  dissolved  In  liquids  might  t>e  avoided  by  a  slow 
consumption  of  the  solution  or  by  greater  dilution. 
Decreasing  ttw  dosage  often  diminishes  or  eliminates 
drug-related  patient  twdy  odor  or  gastrointestinal 
symptoms  when  present.  Tolerance  should  t>e  monitored 
very  dosely  during  tlie  first  week  of  administration,  and 
after  any  dosage  increases 

OVERDOSAQE  There  have  bean  no  reports  of  toxicity 
from  carnitine  ovenjosage.  The  oral  LD50  of  levocarnitine 
in  mice  is  19.2  g/kg.  Carnitine  may  cause  diarrhea. 
Overdosage  should  be  treated  with  supportive  care. 

DOSAQE  AND  AOMINISTRATtON 

CARNITOR*  Tablets:  Recomiriended  adult  dosage  is 
990  mg  two  or  three  times  a  day  using  the  330  mg  tablets, 
depending  on  dlnk»l  response.  Oral  Solution:  the 
recommended  dosage  of  levocarnitine  is  1  to  3  g/day  for  a 
50  kg  subject  which  Is  equivalent  to  1 0  to  30  mL/day  of 
CARNITOR*  (Levocarnitine)  Oral  Solution. 
Recommended  dosage  for  Infants  and  children  is  50-1 00 
mg/kg/day  In  divided  doses,  with  a  maximum  of  3  g/day 
I}osage  should  start  at  50  mg/kg/day  and  t>e  increased 
slowly  to  a  maximum  of  3  g/day  (30  mL/day)  while  assessing 
tolerance  and  therapeutic  response.  Monitoring  shoukl 
indude  periodk:  blood  chemistries,  vital  signs,  plasma 
carnitine  concentrations,  and  overall  dinlcal  conditkxi. 

HOW  SUPPLIED  CARNITOR*  Tablets  are  supplied  as 
330  nr,g.  Individually  foil-wrapped  tablets  In  boxes  of  90. 
Store  at  room  temperature  (25*C/77°F).  CARNnDR*Oral 
Solution  is  supplied  In  1 1 8  ml  (4  fl  oz)  multiple-unit  plastk; 
containers  packaged  24  per  case.  Store  at  room 
temperature  (25*C/77*F). 


CARWTOR*  (LGVOCARNrrMO  InjMtion 
for  Intravanoua  Uaa  Only 

CARNITOR*  (Levocarnitine)  Injectkxi  1  g  per  5  mL 
CARNITOR*  (Levocarnitine) 
Before  prescribing,  please  consult  complete  product 
informatton,  a  summary  of  which  follows: 

INDICATIONS  AND  USAQE: 

For  the  acute  and  chronic  treatment  of  patients  with  an 
Inborn  error  of  metal>ollsm  that  results  in  secondary 
carnitine  defidency. 

CONTRAINDICATIONS  None  knovim. 

WAMNINQS  None. 

PRECAUTIONS 

Cerclnogenesle,  Mutagenesis,  Impairment  of  Fertility 

Mutagenldty  tests  performed  In  Salmonella  typhimurium. 
Saccharomyces  cerews/ae,  and  Sch/zosacchsromyces 
pomba  indicate  that  lavocarnitlne  Is  not  mutagenic.  No 
long-term  animal  studies  have  been  performed  to  evaluate 
the  carcinogenic  potentlel  of  levocarnitine. 

Pragnency 

Pmgnancy  Category  B 

Reproductive  studies  havs  been  performed  In  rats  and 


rat>blts  at  doses  up  to  3.8  times  the  human  dose  on  the 
basis  of  surface  area  and  have  revealed  no  evidence  of 
Impaired  fertility  or  harm  to  the  fetus  due  to  CARNITOR*. 
There  are,  however,  no  adequate  and  well-controlled 
studies  In  pregnant  women.  Because  animal  reproduction 
studies  are  not  always  predictive  of  human  response,  this 
drug  should  be  used  during  pregnancy  only  if  dearly 
needed. 

Nuraing  mothera  It  Is  not  known  whether  this  drug  Is 
excreted  In  human  milk.  Because  many  drugs  are  excreted 
in  human  milk,  a  dedslon  should  be  made  whether  to 
discontinue  nursing  or  to  discontinue  the  drug,  taking  into 
account  the  Importance  of  the  drug  to  the  mother. 
Metabollam  and  axcratlon 
Rafaranca:  Rebouche  CJ,  et  al:  Carnitine  metabolism 
and  defk:lency  syndromes.  Mayo  Clin  Proc  58:533-540, 
1983. 

Padlatric  us«  See  DOMiga  and  Admlnlatratlon. 

ADVERSE  Rt  ACTSONS  Transient  nausea  and  vomiting 
have  been  observed.  Less  frequent  adverse  reactions  are 
tx>dy  odor,  nausea,  and  gastritis.  An  Incidence  for  these 
reactions  Is  difficult  to  estimate  due  to  the  confounding 
effects  of  tlie  underlying  pathotogy 
OVERDOSAQE  There  have  l>een  no  reports  of  toxidty 
from  levocarnitine  overdosbge.  The  oral  LD50  of 
levocarnitine  In  m\ce  Is  19.2  g/kg.  Large  doses  of 
levocarnitine  may  cause  diarrhea. 

DOSAQE  AND  ADMINISTRATION 

CARNITOR*  Injectton  is  administered  Intravenously 
The  recommended  dose  Is  50  mg/kg  given  as  a  slow 
2-3  minute  bdus  Injection  or  by  Infusion.  Often  a  loading 
dose  Is  given  In  paUents  with  severe  metabolic  crisis 
followed  by  an  equivalent  dose  ovsr  the  fallowing 
24  hours.  It  should  be  administered  q3h  or  q4h,  and  never 
less  than  q6h  either  by  Infusion  or  by  Intravenous  Injectian. 
All  subsequent  dally  doses  are  recommended  to  t>e  in  tlie 
range  of  50  mg/kg  or  as  therapy  may  require.  The  highest 
dose  administered  has  l>een  300  mg/kg. 

It  is  recommended  that  a  plasma  carnitine  level  be 
obtained  prior  to  beginning  this  parenteral  therapy.  V\toekly 
and  monthly  monitoring  Is  recommended  as  well.  This 
monitoring  shoukl  Indude  blood  chemistries,  vital  signs, 
plasma  carnitine  concentrations  (ttw  plasma  free  carnitine 
level  should  be  between  35  and  60  mkxomoles/liter),  and 
overall  dinlcal  condition. 

Parenteral  dmg  products  should  be  Inspected  visually  for 
particulate  matter  and  discokjratlon  prior  to  administration, 
whenever  solution  and  container  permit. 

HOW  SUPPLIED  CARNITOR*  (Levocarnitine)  Injectkjn, 
1  gram  per  5  mL,  Is  available  in  5  mL  single  dose  ampoules 
packaged  5  ampoules  per  carton. 
Store  ampoules  at  room  temperature  (25°C/77*F)  in  carton 
until  their  use  to  protect  from  light.  Discard  unused  portion 
of  sn  opened  ampoule,  as  they  contain  no  preservative. 

sigma-tau  Pharmaceuticals,  Inc. 

QaJthnbug.MO 

A  leader  in  metabolic  research 
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EDUCATION 


Friends  Who  Care 

Teaching  children  about  disabilities 

by  Sara  Brewster 


As  a  first-year  special  education  teacher  in  the  late 
'60s,  Sandy  Gordon  was  appalled  at  the  way  her 
I  students  were  treated.  "My  kids  were  basically 
I  ostracized,"  she  remembers.  "Not  only  did  other 
kids  make  fun  of  them,  but  so  did  the  teachers  and  the 
principal.  I  saw  what  it  did  to  their  self-esteem.  It  was  hor- 
rifying." Gordon  vowed  that  someday  she  would  do  some- 
thing to  change  things. 

In  1987,  as  a  senior  vice  president  for  corporate  com- 
mimications  at  the  National  Easter  Seal  Society,  Gordon 
saw  her  opportunity  to  make  a  difference.  Campbell- 
Mithun-Esty  (CME)  Advertising,  Minneapolis  had  offered 
to  provide  creative  services  at  no  charge  for  Easter  Seals' 

Mandi  Rutherford  (center)  is  surrounded  by  her  third- 
grade  classmates  at  the  elementary  school  she  attetuis  in  a 
toumjust  north  of  San  Diego,  Califomia.  As  part  of  a  one- 
day  Friends  Who  Care  program  at  her  school  in  November 
1992,  Mandi  took  an  tlie  role  of  "guest  speaker"  to  tell  her 
classmates  about  her  life  with  spina  bifida.  As  part  of  her 
presentation,  Mandi  showed  the  class  Imv  she  uses  her 
wheelchair  and  crutches.  She  also  talked  about  her  adapted 
bicycle  and  roller  ska  tes. 

Her  participation  in  thepivgram  helped  Mandi  to  feel 
more  a  part  of  her  class.  And  Mandi's  classmates  now  have 
a  better  sense  of  what  it  is  like  to  live  with  a  physical  dis- 
ability. Photo:  Marshall  Harrington. 


multi-media  public  semce  advertising  cainpaigris.  In  the 
first  months  of  this  collaboration,  Gordon  and  CME 
designed  Easter  Seals'  Friends  Who  Care  television  and 
radio  public  service  spots,  print  ads  and  posters. 

Originally  targeted  to  middle  school  students,  the  multi- 
media campaign  generated  hundreds  of  requests  from 
elementary  schools  for  materials  to  use  in  disability- 
awareness  workshops.  A  grant  from  Ronald  McDonald 
Children's  Charities  allowed  Gordon  and  her  staff  to  begin 
developing  a  hands-on  teaching  curriculum  for  elemen- 
tary students. 

In  18  months  of  research,  writing  and  classroom  test- 
ing, priorities  for  the  Friends  Whx>  Care  curriculum 
became  apparent  First,  the  program  had  to  use  humor 
and  an  "in-your-face"  ^proach  to  challenge  negative  atti- 
tudes about  disabilities.  Second,  it  had  to  provide  essen- 
tial information  about  the  types  of  disabilities  students 
were  likely  to  encounter,  and  about  the  range  of  abilities 
within  each  disability.  Third,  enhancing  the  curriculum 
and  helping  people  get  beyond  stereotypes  and  sympathy 
required  guest  speakers  with  disabilities;  curriculum  plan- 
ners created  guidelines  for  students  and  teachers  to  invite 
people  with  disabilities  to  talk  about  how  they  do  things. 
This  proved  especially  effective  in  allowing  kids  to  see 
Brailled  magazines,  try  out  TTYs  (which  enable  people 
who  are  deaf  to  use  the  telephone),  learn  words  in  sign 
language  or  see  and  touch  racing  wheelchairs. 

In  the  fall  of  1990,  the  Friends  Who 
Care  disability-awareness  program  was 
introduced  to  20,000  schools  nation- 
wide. Kits  included  a  16-page  teacher's 
guide — written  in  a  style  that  would 
inform  teachers  without  insulting 
them;  a  pre-  and  post-program  atti- 
tudes survey;  worksheets  to 
expand  the  activities  for  sections 
on  vision,  hearing,  learning, 
developmental  and  physical  dis- 
abilities; guidelines  for  guest 
speakers;  five  posters;  book- 
marks with  tips  for  disability  eti- 
quette and  a  45-minute 
videotape  to  accompany  specific 
activities. 

Teachf  rs  have  been  enthusio= 
tic.  More  importantly,  students 
have  written  to  Gordon  about  their 
enthusiasm  for  the  program.  "Your 
program  has  made  me  look  at  disabled 
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HOLID  AY  SPECIAL! 


This  holiday  season,  we 
want  your  child  to  benefit 
from  Laureate's  award-winning 
talking  software.  From  now 
until  December  30, 1994,  we'll 
take  25%  off  any  software 
program  you  order.  We'll  even 
pick  up  the  shipping  charges! 

Call  1-800-562-6801 
for  a  free  catalog! 

Ov«r  60  talking  program*  for 
Applo  11,  Appio  itas,  IBM,  and 
Maeinteah  eomputora. 


Laureate 

110  East  Spring  Street 
Winooski,  VT  05404 
1-802-655-4755 


25 


all  Laureate 
software 


This  ofTer  applies  to  individuals  only. 
No  school,  agency,  or  institutional 
purchase  orders,  please.  Orders  must  be 
pre>paid  by  check.  MasterCard  or  VISA. 
Sorry,  but  this  offer  does  not  apply  to 
hardware  and  cannot  be  combined  with 
any  other  Laureate  special. 
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people  with  a  whole  new  perspective,"  wrote  Justin 
Dwyer  of  VWsconsin. 

"I  had  a  lot  of  fun.  Now  I  know  disabled  people  can  do 
just  about  anything  anyone  can  do,"  Krista  Zywicki  said. 

Gordon  wishes  that  we  no  longer  needed  to  be  teaching 
teachers  and  students  about  disabilities.  "We're  still  a  long 
way  from  fully  accepting  people  with  disabilities  as  peo- 
ple, and  seeing  them  as  individuals  who  have  something 
to  offer  as  students,  friends,  employees  and  volunteers  in 
our  communities." 

But  five  years  into  the  program,  Gordon  is  optimistic 
and  emphasizes  that  FHends  Who  Care  is  a  starting  point 
for  the  integration  of  students  with  disabilities  into  regu- 
lar classrooms.  "We  can't  begin  to  address  the  needs  of 
students  with  disabilities  in  school  without  understanding 
what  it  means  to  have  a  disability." 

Sarah  Brewster,  assistant  vice  pr^ident  of  corporate 
communications  for  the  National  Easter  Seal  Society, 
has  been  working  with  the  Friends  Who  Care  program 
for  five  years. 

A  Friends  Who  Care  curriculum  kit  costs  $25.  Each 
kit  includes  a  16-page  teachers  manual,  worksheets,  let- 
ters explaining  the  program  to  parents,  a  45-minute 
video,  classroom  posters  and  other  materials  that  may 
be  reproduced.  To  order,  write  or  calL-  National  Easter 
Seal  Society,  230  W.  Monroe  St.,  Suite  1800,  Chicago,  IL 
60606;  (312)  726-6200,  voice  or  (312)  726-4258,  TTY. 


Barrier  Free  Lifts 


BARRIER  FR££  CEILING  LIFTS  ARE 

>  Used  Independently! 

Most  physically  challenged  people  can 
transfer  themselves  unassisted. 

>  Air  tube  controlled! 

No  electricity  to  the  user! 
No  chance  of  being  shocked! 
Can  operate  while  in  water! 

>  MulU-direcUonal! 

Vertical  &  horizontal  motion  at  the  push 
of  a  button. 

•  Battery  operated  ft  no  maintenance! 

Batteries  are  automatically  recharged 
each  time  the  lift  is  used. 

Helping  You.  Achieve  Greater  Mobility 
Barrier  Free  LiftSf  Inc. 

P.O.  Box  4163  •  Manassas,  VA  22 110 
(703)  361-6531  •  FAX  (703)  361-7861 
1-800-582-8732 
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Foi  nwicjnformalion  alioul  Ricon  . / 

I'.'lwelcliait  lifts.  (^11 

1-800-3Z2-2884 

UiiiiRd  Sl.ilns  •  Ciiiiiiilii  •  Unitnit  KiM().(loffii  •  N.nriv>iv 

RicDii  Coi*|)oi,iliiin  1?.iaO  iVl()iit.H|iie''Stre('t.  P.u  nim.i  C A  91331 
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for  Every  Child 

by  Maiilyn  Hammond 


Playing  is  one  way  that  children  experience  and 
make  sense  of  the  worid  around  them.  Play  helps 
children  develop  intellectual  abilities,  including  lan- 
guage. They  learn  social  skills  through  interacting  with 
other  children.  And  participating  in  physical  activities 
improves  strength  and  coordination. 

Toys  are  an  important  part  of  play  Providing  appropri- 
ate toys  for  children  with  disabilities  may  be  challenging, 
but  it  can  be  done.  Playing  with  toys  can  teach  children 


Isaac  McMakon  tries  out  a  switch. 


about  cause  and  effect.  Most  importantly,  opportimities  to 
control  objects  or  events  in  the  environment  leads  to  feel- 
ings of  success,  self-confidence  and  mastery. 

Commercially-Available  Products 

Often,  widely-available  commercial  products  are  appro- 
priate for  many  children  witli  disabilities  or  require  only 
simple  adaptations.  (For  some  examples,  see  pages 
42-45.)  Such  products  include  magnetized  shapes  and  let- 
ters, various  kinds  of  building  blocks,  small  musical  key- 
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boards  or  large  ones  that  can  be  walked  on,  pop-and-go 
cars,  large  crayons  of  different  shspes,  books,  sound-acti- 
vated toys  (see  page  40)  and  marble  chutes. 

Minor  changes  may  make  it  possible  for  children  vnth 
disabilities  to  play  with  an  existing  toy.  For  example, 
changing  the  rules  of  a  game  may  help  a  child  vnth  mental 
retardation,  or  a  scooter  board  could  supply  the  neces- 
sary mobility  for  some  children  to  reach  toj-s  and  explore 
their  surroundings. 

For  a  child  with  a  motor  impairment,  restricting  the 
movement  of  a  toy — with  a  tray,  box  lid  or  pillows — may 
be  the  only  necessary  adaptation.  Toys  also  will  stay 
within  reach  if  they  are  tied  to  a  pegboard  with  string. 
Magnets,  suction  cups  or  Velcro  may  be  another  way  to 
stabilize  a  toy.  Rubber  pads  or  light-weight  carpet  padding 
that  is  cut  to  fit  the  base  of  a  toy  is  another  good  way  to 
prevent  skidding. 

For  some  children,  toys  will  be  easier  to  grasp  if  han- 
dles are  added  or  enlarged.  Hanging  or  suspending  toys 
within  a  child's  reach  may  also  help.  A  cubicle  with  sev- 
eral hanging  toys  can  be  constructed  for  a  child  who  is 
blind.  Children  with  xdsual  impairments  may  ergoy  tactile 
or  Braille  books,  cards,  dice  and  games,  as  well  as  gloves, 
fnsbees  and  balls  that  beep.  Many  such  toys  are  available 
through  catalogs. 

More  Complex  Adaptottons  Using  Switches 

Electronic  games  and  battery-operated  toys  can  be  con- 
trolled by  switches.  Switches  may  also  be  used  to  control 
computers,  envirorunental-control  systems,  appliances, 
cassette  players  and  communication  boards.  Switches  are 
available  in  many  styles,  shapes  and  sizes,  and  can  be 
activated  with  various  type  of  physical  movement. 

Many  mail-order  companies  sell  switches  and  adapted 
toys.  Parents,  teachers  or  therapists  may  also  adapt  toys 
for  a  specific  child. 

Inexpensive  switches  and  battery  adapters  can  be  made 
at  home  with  minimal  training.  For  example,  one  easy  and 
low-cost  adaptation  requires  only  tiie  purchase  of  an  inex- 
pensive foot  switch  at  Radio  Shack  or  a  similar  store.  The 
jack  on  this  unit  will  fit  dii  ectly  into  the  remote  jack  of  a 
standard  cassette  tape  player.  Unscrew  the  casing  and 
replace  the  springs  with  foam  so  tlie  switch  will  respond 
to  a  liglit  touch.  Many  children  ergoy  being  able  to  control 
a  tape  recorder  to  listen  to  music  or  talking  books. 

Several  videotapes  provide  step-by-step  instructions  for 
making  a  variety  of  switches  for  various  toys: 
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Becky  Sisco  enjoys  geometric  puzzles. 


•  Toymaking.  Availabl(j  from  National  Lekotek  Center, 
2100  Ridge  Ave.,  Evanston,  IL  60201,  (800)  366-7529; 
$23.50,  includes  postage  and  handling. 

•  Toys  for  All  ChiMrer/..  Utah  Assistive  Technology  Pro- 
gram, Center  for  Persons  with  Disabilities,  Utah  State  Uni- 
versity, Logan,  UT  84322-6855,  (800)  333-8824;  $27, 
includes  postage  and  handling. 

•  A  Video  Catalog.  Toys  for  Special  Children,  385  Warbur- 
ton  Ave.,  Hastings,  NY  10706,  (914)  478-0960;  $6.50, 
includes  postage  and  handling. 

Alliance  for  Technology  Access  (ATA)  centers  and/or 
state  assistive  technol  ogy  program.'-  may  also  be  helpful 
resources  for  parents  who  want  to  learn  to  create  switch- 
adapted  toys.  Call  (415)  4554575  for  a  referral  to  the  near- 
est ATA  center;  to  locate  your  stauVs  assistive  technology 
program,  call  RESNA  at  (703)  524-6686. 

Toy  Libraries 

Pi-obably  the  best  way  to  try  out  different  kinds  of 
switches  and  toys  is  through  a  toy  library  affiliated  with 
Lekotek  or  USA  Toy  Library  Association.  Toy  libraries 
lend  out  toys,  like  a  regulai*  library  lends  books.  See  pages 
46-50  for  more  iitformation. 


rfee  Jby  Guide  for  DifferenUy-Abled  Kids  is  a 
20-page  booklet  that  aims  to  provide  guidance  to 
adults  in  selecting  "off-the-shelT  toys  for  diildren 
with  disabilities.  A  joint  initiative  of  Toys  "R"  Us  and 
the  National  Parent  Network  on  Disabilities,  the 
Ixwklet  provides  fiill-color  pictures  and  descriptions 
of  more  tlian  75  toys.  Each  toy  is  ability-coded  for 
children  with  different  disabilities.  To  receive  a  free 
copy,  circle  number  50  on  the  reader  response  card 
on  page  67.  (Please  allow  3-4  weeks  for  delivery.) 
You  may  also  pick  up  a  copy  at  your  local  Toys  "R" 
Us  store. 


Characteristics  of  Good  Toys: 

Whether  toys  are  borrowed  or  purchased,  some  criteria 
for  toy  selection  may  include: 

•  Fun:  Is  the  child  enthusiastic  about  using  the  toy? 

•  Age-apptx)priateness:  Do  other  children  of  the  same  age 
play  with  similar  toys? 

•  Ability  level:  Does  the  toy  match  the  child's  current  abil- 
ities? 

•  Interactivity:  Does  the  toy  move,  make  a  sound  or 
respond  to  the  child's  actions  in  some  way? 

•  Learning  potential:  Will  use  of  the  toy  contribute  to  the 
development  of  physical  or  intellectual  abilities? 

•  Socializatioii  potential:  Does  the  toy  promote  interac- 
tion and  communication  with  others? 

•  Con  twL  Can  the  child  operate  the  toy  with  minimal 
assistance? 

•  Dumbility:  Is  the  toy  sturdy  enough  to  last  with 
repeated  use? 

•  Safety:  Chose  toys  made  from  non-toxic,  nonflammable 
materials  without  sharp  edges  or  small  parts  that  may 
be  removed  or  swallowed.  Watch  out  for  strings  or  elas- 
tic that  may  entangle  the  child.  Use  only  safety- 
inspected  electric  toys  that  plug  into  standard 
household  electrical  cmrent. 

I'he  condition  of  a  child's  toys  should  be  monitored 
over  time.  Make  sure  batteries  do  not  leak.  Broken  toys 
should  be  repaired  or  discarded.  Frayed  cords  anu  wires 
can  be  replaced. 

Providing  play  experiences  for  children  with  disabilities 
may  involve  hmiting  for  appropriate  commercially-avail- 
able toys,  making  simple  or  more  complex  adaptations  to 
existing  toys  or  purchasing  already-adapted  toys,  Through 
play,  children  can  make  choices,  discover  new  ideas, 
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How  Do  YiHi  hiswep  miup  Telephone 
HVdaHavoDifficiitties?? 


This  Voice-Activated  Pbone 
is  Your  Total 
Telephone 
Solution 


Answer  by  your  own  voice 
Totally  hands-FREE 
Speak  from  a  distance 
■  Automatical!/ hang  up 


Clear  speaker  phone 
Dial  out  by  using  the  sip 
and  puff 

No  special  installation 


Order  Now  by  Caying 
1-800-647-8887 

Awilable  in  Black  or  Beige 


TEMASEK 


TEI-KPHONE  INC. 
21  Aitpoit  Blvd.  W.,  So.  Sin  Frmdsco,  OA  94080 


Circle  #  202 


WSiGtiaTORT 
ilTOAFUTHEJlDREST 


iliiiiniiiiniiiiiiHiiiiiH  iiiiMiiiiii  iiimni  iiiiii  iiiiiniiiiiiiiHiiniiMiniii  in  


OETyOURCHUOlNSHAPT 
WimA$OfTHiAO$UPPOtm 


848  Blountetown  Hwy.  SuitoH  (904)575-5510 
Tallahasseo.  Horlda  32304       FAX  (904)  576-4796 
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lite  Batte^f  Intenvpter 

This  maU  device  qffm  big  ben^ 
By  Steven  E.  Kanor 


A little  device  called  a  batteiy 
interrupter  allows  parents 
of  children  with  disabilities  to 
easily  adapt  any  battery-oper- 
ated toy  so  it  can  be  operated 
with  a  switch.  The  batteiy  inter- 
rupter h9s  a  jack  at  one  end  and 
a  disk  at  the  other,  lb  use  it,  slip 
the  disk  between  the  batteries 
of  a  toy  and  plug  the  jack  into 
any  of  the  special  switches 
made  for  children  with  disabili- 
ties. Now,  a  child  can  operate 
the  toy  by  activating  the  switch. 

With  the  battery  intemqpter, 
there  is  no  need  to  modify  each 
toy  separately  or  spend  money 
buying  already-adt^pted  toys. 
You  can  use  the  batteiy  inter- 
rupter and  appropriate  switches 
with  any  batteiy-operated  toy. 
The  batteiy  interrupter  can  be 
removed  when  the  toy  wears 
out  or  breaks,  and  you  can  use 
the  same  batteiy  interrupter  in 
any  other  toy  that  takes  the 
same  size  batteries. 

The  battery  interrupter  may 
be  purchased  fiom  Toys  for 
Special  GMldren,  385  Waiburton 
Ave.,  HastlngSK)n-Hudson,  NY 
107606,  (914)  47aO960.  The  bat- 
teiy intemQ>ter  is  available  for 
AA,  C  and  D  batteries  ($9  plus 
shippinjgand 
handling)  and  d- 
volt  batteries 
($13  plus  ship- 
ping and  han- 
dling). 

Dt\  Steven  E. 
Kanor  is  a 
rehoMlitation  engmeer  and 
founder  and  CEO  of  Toys  for 
Special  ChiMren/EhuMing 
Devices,  a  smaU  company 
making  100,000  devices  a 
year  for  people  with  physical 
disabilities. 
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Adapting  a 
Toy  With  the 
Battery  Interrapter 


Everything  you  need: 

(clockwise  from  WO 
A  switch,  a  battery-oper- 
ated toy,  batteries  and 
the  battery  interrupter. 


Position  the  battery 
interrupter. 


With  the  battery  inter- 
rupter in  place,  close  the 
lid  of  the  toy's  battery 
compartment.  The  bat- 
tery interrupter  is  now 
installed. 


Once  the  battery  inter- 
rupter's jack  has  been 
plugged  into  the  switch, 
the  toy  can  be  controlled 
by  the  switch. 


acquire  self-confidence  and  acquire 
the  skills  that  will  allow  them  to 
develop  to  their  fullest  potential — 
and  have  fun! 

Marilyn  Hammond  is  a  training 
and  public  awareness  specialist  for 
the  Utah  Assistive  Technology  Pro- 
gram for  the  Center  for  Persons 
with  Disabilities  at  Utah  State  Uni- 
versity. She  has  a  Masters  degree  in 
Instructumal  Technology  and  is 
pursuing  a  Ph.D.  in  Family  and 
Human  Development.  She  has  one 
child,  a  seven-year-old  daughter, 
Michelle. 

The  author  acknowledges  the 
assistance  of  Mary  Cadez  and  Amy 
Henningsenfor  their  content  sug- 
gestions, Nancy  Nohafor  additional 
toy  resources,  Grace  and  Jim  Sisco 
and  Don  and  Penny  McMahonfor 
photographs  and  MarteU  Menlovefor 
his  support. 

Guide  to  To^f®r 

CliidiiffiWhoAi^BSnd 

OrKsualifimpaied 

The  Guide  to  Tbys  For  Chil- 
dren, Who  Are  Bind  Or 
Visually  Impaired  is  a  joint  ini- 
tiative of  the  Iby  Manufacturers 
of  America  end  the  American 
Foundation  for  the  BlirxL  Ttie 
2&page  Guide  provides  full- 
color  picture  descriptions  and 
age  ranges  for  70  commerdally- 
svailable  toys  that  are  especially 
sqppropriate  for  children  with 
visual  impairments.  To  receive  a 
free  ct^y,  circle  number  194  on 
the  reacteriespcffise card  on 
page  67.  JPlease  allow  ^-4  weeks 
for  delivaty.)  You  can  also 
recdve  sinigle  or  mult^le  bee 
copies  by  siding  a  postcard  to 
Toy  Manufoctureis  of  America, 
200  Fifth  Avenue,  Suite  740,  New 
York,  NY  10010.  The  postcard 
should  say  that  you  want  the 
Guide  and  should  speciSy  the 
number  oi  copies  requested. 


Havcrich  Ortho-Spoirt  Inc 

67  EntMraM  Street 

Keene.  NH  03431  (603)358-0438 


Havench 


i*s  leading  line  of  specialized 
|#s,  tricycles  and  tandems 
Tayiaiiable  in  North  America 
ie.  Duel  caliper,  drum 
ister  brakes  available. 
^|ng  brakes  standard. 
^It  styling  and  wide 
>  of  colour 
Ihatlons. 
ihan  30  specially 
l^ed  accessories  to 
ifsvery  need. 
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AtDevereux... 

a  helping  hancl  is  just  a  phone  call  away 

1-800-345-1292 

In  a  nationwide  network,  Devereux 
provides  services  to  individuals  of  all 
ages  who  have  a  wide  range  of  | 
emotional  disorders  and/or 
developmental  disabilities. 

Devereux  services  include: 

•  residential  treatment  centers 

•  community-based  group  homes 

•  day  treatment  programs 

•  transitional  living 

•  acute  and  partial  hospitalization 

•  foster  care  homes 

•  family  counseling  and  therapy 

•  in-home  services 

•  aftercare  programs 

Devereux 
since  1S12 
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Forrest  Pumps 

A  sound-activated  water  gun  works  without  adaptations 

by  Jean  Isaacs 

When  my  son,  Forrest,  was  about  15  months 
old,  he  got  his  first  ad^ted  toy — a  police 
car  complete  with  flashing  lights  and  a 
siren.  I  remember  holding  out  the  big  yel- 
low switch  as  Forrest  slowly  moved  his  tiny  fist  to 
touch  it.  His  eyes  were  so  fiill  of  joy — ^finally,  a  toy  he 
could  control.  Even  with  the  big  switch,  Forrest  had 
difficulty  making  the  toy  work;  it  was  comparable  to 
someone  asking  me  to  move  a  very  large  rock.  Still, 
we  all  hoped  that  the  fun  of  seeing  the  car  move 
would  motivate  Forrest  to  gain  more  control  of  his 
arm  movements. 

A  few  weeks  after  the  toy  arrived,  the  therapist 
and  I  were  working  on  Forrest's 
feeding  skills  while  my  other 
son,  Fielding,  was  busy  playing 
in  our  backyard  sandbox. 
Involved  in  the  therapy  session, 
I  didn't  notice  that  the  police 
car  had  been  called  upon  to 
chase  down  a  sandbox  criminal. 
By  the  time  I  turned  my  atten- 
tion back  to  Fielding,  so  much 
sand  had  been  sucked  into  the 
motor  that  the  toy  no  longer 
worked. 

This  incident  prompted  me  to 
find  a  book  about  ad^ting  toys. 
My  first  two  attempts  were  dis- 
asters; following  my  "adap- 
tions," the  toys  never  worked 
again.  The  prices  for  switch- 
adapted  toys  in  catalogs  no  longer  seemed  so  unreason- 
able. 

Finally,  I  took  i:.  class  on  adapting  toys  taught  by  Mar- 
garet Shuping,  an  instructor  of  computer  teclinology  in 
the  Department  of  Special  Education  and  Rehabilitation 
Counseling  at  the  University  of  Kentucky.  When  I  success- 
fully adapted  my  first  toy,  I  was  empowered.  Thus  began 
an  ongoing  search  for  the  next  toy  that  would  motivate 
my  son  to  "move  rocks."  But  the  more  toys  I  adapted,  tho 
less  interested  Forrest  became  in  using  switches  to  sim- 
ply turn  toys  on  and  off. 

Learning  to  Piay 

I  began  to  realize  that  there  was  much  more  to  tliis  play 
stuff  than  first  meets  the  eye.  Parents  of  typical  kids  sim- 
ply buy  them  toys  and  they  play  with  them.  Forrest 
demanded  a  higher  level  of  involvement,  and  I  discovered 


Forrest  Isaacs  with  his  "Shout  W  Shoot" 
water  gun — "armed  and  dangerous!" 

that  I  didn't  know  how  to  play  with  him.  I 
hit  the  books  and  started  learning  about  the 
developmental  levels  of  play.  This  knowl- 
edge gave  me  a  whole  new  perspective  on 
how  to  play  with  both  of  my  children. 

Soon,  Forrest  and  I  had  come  up  with  a 
few  simple  games.  One  of  Forrest's  favorite 
switch  activites  was  playing  "airplane."  This 
game  involved  using  a  flashlight  that  had 
been  installed  in  a  shoe  box  with  red  cello- 
phane and  wlute  construction  paper  to  cre- 
ate a  "fasten-your-seatbelts"  sign.  When  Forrest  used  the 
switch  to  activate  the  light,  the  rest  of  us  jumped  around 
as  though  we  were  on  an  airplane  experiencing  severe 
turbulence. 

We  also  hooked  a  switch  to  a  red  light  uiside  a  small, 
plastic  cup.  Once  strapped  over  Forrest's  nose  with  elastic, 
he  was  ready  for  his  part  as  Rudolph  in  the  Christmas  play. 

Another  toy  that  kept  Forrest's  interest  was  a  motor- 
ized water  gim  that  we  had  adapted  and  placed  on  his 
wheelchair  tray.  This  toy  worked  only  an  long  as  he  could 
find  "victims"  to  stand  in  front  of  his  chair  while  he  moved 
his  hand  onto  the  switch. 

Ai  ound  this  time,  Fon  est's  team  of  therapists  and  I 
d'^cided  to  change  the  mounting  of  his  switch  from  the 
wheelchair  tray  to  under  his  chin.  The  chin  switch  gave 
Forrest  a  more  efficient  way  to  activate  his  electronic 
comnumication  device. 
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Since  Forrest  no  longer  neened  his  hands  to  activate 
the  switch,  I  mounted  the  water  gun  onto  a  Lazy  Susan, 
hoping  Forrest  could  use  his  limited  arm  movement  to 
rotate  the  water  gun  and  "aim."  Due  to  his  spasticity,  how- 
ever, the  gun  usually  ended  up  aiming  in  a  different  direc- 
tion than  intended. 

Wafer-Gun  Party 

Forrest's  tenth  birthday  was  coming  up  and  after  adapting 
every  battery-operated  car,  truck  and  dancing  bear  I  could 
find,  I  was  fresh  out  of  ideas.  Then  I  saw  a  television  com- 
mercial for  "Shout  'N'  Shoot,"  a  hands-free,  sound-acti- 
vated, head-mounted  water  gun.  Maybe  this  would  work. 

A  week  before  Forrest's  birthday,  I  located  the  water 
gun  at  the  local  Toys  R  Us.  I  asked  the  clerk  if  I  could  try 
it  to  see  how  much  and  what  type  of  sound  it  required.  We 
had  tried  other  sound-activated  toys  in  the  past;  they  were 
either  unexciting  or  required  sounds  that  Forrest  could 
not  produce.  I  held  the  "Shout  'N'  Shoot"  and  made  an 
"eep"  sound.  Water  came  pumping  out  of  the  gun.  I  made 
a  sUghtly  softer,  lower  sound  and  out  pumped  more 
water,  then  a  quick  sound,  and  nothing  h^pened.  The 
sound-recognition  switch  seemed  to  require  only  a  one- 
second  sound  sUghtly  louder  than  clearing  one's  throat 
Finally,  I  had  found  a  toy  that  I  didn't  have  to  adapt! 
At  Forrest's  birthday  party,  he  blew  out  the  candles  on 

his  cake  with 
his  battery- 
operated  fan 
and  switch. 
Then,  he 
opened  the 
present  from 
Mom.  I 
strj^ped  the 
gun  onto  liis 
head  and 
adjusted  the 
microphone. 
Forrest  made 
a  short  sound 
and  out  came 
some  water. 

He  laughed,  and  out  came  lots  of  water.  All  his  friends 
had  been  instucted  that  this  would  be  a  "water-gun  paity." 
To  Forrest's  amazement,  all  his  guests  pulled  out  water 
guns  and  the  fun  began  in  earnest  Forrest  quickly  found 
he  didn't  have  to  wait  for  someone  to  stand  in  front  of 
him  and  wait  for  a  soaking;  all  he  had  to  do  was  shout  and 
shoot! 

Jean  Isaacs  lives  in  Lexington,  Kentucky  ivith  her  sons 
Fielding,  11,  and  Foirest,  10.  Jean  ivorksjoran  Alliance 
for  Technology  Access  center,  the  Bhiegrass  Technology 
Center  for  People  with  Disabilities,  which  operates  an 
adapted  toy  lending  library. 

"Shout  'N' Shoot,"  manufactured  by  Cap  Toys,  Clei^e- 
land,  Ohio,  is  loidely  available  at  a  suggested  retaU 
jmce  of  $15-20. 


Forrest  enjoys  other  types  of  water  play  in  oMi- 
tiwi  to  his  water  gun.   


Comfortable,  secure 
support  an)nfcvhere! 

Use  the  Columbia  Positioning  Commode 
freestanding  or  over  any  toilet 
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The  choice  is  easy  -  when 
you  have  a  choice!  That's 
why  we  offer  5  different 
commodes  to  suit  your 
child's  support  needs. 

•  Adjust  height,  tilt,  seat 
depth,  footrest  for  ideal  fit 

•  Adjust  pelvic,  chest  belts 

•  Removable  padded 
abductor/splash  guard 

•  Non-slip  padded  child- 
sized  seat 


I. 


Ask  for  our  FREE  Full  Color  Catalog 
of  Convenient,  Helpful  Products 

It  includes  the  unique 
Columbia  Car  Seat, 
now?  crash-tested  for 
children  20  to  102  lbs., 
up  to  5  feet  tall! 

Handsome,  durable  and 
convenient  to  use! 

^    Conterf  us  for  your 
nearest  Ataler 


COLUMBIA 


CIrctotia 
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Using  Ordinary  Toys 

for  Kids  with  Special  Needs 


by  Joanne  and  Stephanie  Oppenheim 


This  is  the  first  of  two  articles  adapted  from  the 
new  1995  edition  of  The  BEsr  Toys,  Books  & 
Videos  For  Kids  (HarperCollins,  $12)  by  Joanne 
and  Stephanie  Oppenheim.  The 
book  (available  through  Excep- 
tional Parent  Library,  800/535- 
1910)  is  a  comprehensive  guide 
to  mo  re  than  1000  classic  and 
new  products  for  children  from 
infants  to  preteens.  The  1995 
edition  includes  an  eocpanded 
chapter  on  adapting  toys  for 
children  with  special  needs;  it 
also  includes  books  and  videos 
of  special  interest. 


mkWm 
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A 11  of  these  toys  have  been  used  with  success  by  chil- 
l\  dren  with  special  needs.  Many  are  especially  easy 
X  Xto  activate  and  provide  interesting  sensory  feed- 
back. Through  play,  chUdren  with  visual  or  hearing  impair- 
ments can  learn  to  make  effective  use  of  their  other 
senses.  Similarly,  children  v/ith  motor  impairments  need 
products  that  respond  to  and  motivate  active  exploration. 
While  trying  to  meet  the  special  needs  of  children  with 
various  disabilities,  we  also  recognize  that  children  ei\joy 
playing  v/ith  the  same  products  as 
their  siblings,  cousins  or  neighbors.     _  ^ 
AdE^ting  ordinary  toys  can  ~ 
put  their  play  lives  into  the 
mainstream. 

Most  of  the  toys  described 
below  are  readily  available  at, 
or  can  be  ordered  througli 
local  toy  stores. 


Infants  &  Toddlers 

Hot  Tots  BabyShakes  (Eden,  $6.50) 

Soft-fabric  rattles  can  be  attached  to  baby's  wrist  or  feet.  AU  babies  are  fascinated 
to  discover  tlieir  limbs;  these  add-ons  can  help  them  refine  more  purposeful  motions. 


Listen  &  Learn  Farm  Animals  Ball 

(Texas  Instruments,  $24.95) 

Tliis  popular  12-sided  ball  is  activated  by  pushing  the  picture  of  an 
animal.  Children  are  rewarded  with  the  animal's  sound  and  name  in 
English.  This  toy  can  motivate  kids  to  crawl  and  can  develop  hand- 
eye  coordination  along  with  naming  skills.  Note:  this  toy  also  comes 
in  a  bilingual  (EngUsh  &  Spanish)  vereion. 

Activity  tip:  With  older  kids,  you  can  use  this  toy  for  a  playful 
game  of  "I  Spy. "  Tell  the  child  you  spy  an  animal  that  has  four  legs 
and  barks.  Child  must  find  and  push  the  dog  butkm.  Switch  roles 
and  liave  the  child  make  up  the  riddles  while  you  find  the  animal. 

Or  play  "Who  said  that?"  by  putting  a  towel  (y»er  the  ball,  push- 
ing a  button  and  asking  the  child  to  identify  the  animal  who 
makes  tliat  sound. 

You  can  also  build  auditory  memory  and  sequencing  skills  with 
"Play  what  I  play. "  Push  buttons  corresponding  to  two  animals  and 
have  the  child  push  the  same  buttons  in  the  same  order.  Build  up  to 
sequences  oflhtve  or  more. 
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Sounds  Around  Video  (BoPeep  Productions,  $19.95) 
This  live-action  video  features  children  exploring  the  musical, 
mechanical,  animal  and  human  sounds  of  everyday  life.  Cast  Ls 
multi-cultural  and  includes  a  child  with  Down  syndrome.  Besides 
being  fun,  this  video  fosters  sound  awareness  and  auditory  dis- 
crimination. It  also  helps  a  child  buUd  a  vocabulary  to  describe 
the  sounds  he  or  she  hears. 

Activity  Tip:  Without  using  anything  but  hands,  feet,  mouth 
and  other  body  parts,  kow  many  different 
sounds  can  you  and  your  play  partner  make? 


Ploy  About  Walker  (Little  Tikes,  $35) 
More  stabile  than  most  push-about  activity  toys,  this 
sturdy  toy  leaves  enough  foot  room  so  toddlers  won't 
trip  on  the  softly  clicking  wheels.  Simple  spinners, 
clackers  and  other  activities  can  also  be  eiyoyed  by  a 
baby  who  can  sit  up. 

Adaptation  idea:  For  added  sensory  interest,  or  for  a  child  with  visual  impairment,  add 
textures  to  the  push  handle  and  activity  paneL 

Activity  tip:  Older  tots  unU  like  rolling  this  back  and  forth  or  using  it 
as  a  tunnel  through  which  a  smaller  vehicle  or  bail  can  be  ^^^^^^^^^^ 


roUed. 


Litrie  Smart  Table  Talk 

(V-Tech,  $39.99) 
You  can  personalize  this  electronic 
activity  table  by  putting  photos  of  Mom  ^ 
and  Dad  behind  the  peek-a-boo  door  slid^. 
There  are  musical  notes,  a  chime  roller  and 
plenty  of  easy-to-activate  interactive  buttons.  This 
table  needs  litUe  in  the  way  of  adaptation  for  younger  kids.  Tots 
will  er\joy  seeing  the  results  of  their  actions.  Preschoolers  can  build  auditory  memory 
skills  and  language  with  various  games. 

Activity  tip:  Play  an  "I  Spy"  button  game  by  giving  your  child  a  clue— "I  spy  a  button  that 
'woof,  woof  "'  Let  the  child  try  to  find  the  button  with  the  dog.  Once  your  child  knows  the  sounxis 
on  the  toy,  play  the  game  with  "no  peeking. "  The  first  player  listens  without  looking  while  " 
ond  touches  one  button.  Based  on  the  sound,  the  first  player  must  identify  the  button. 
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Sesame  Street  Spin  Around  Play  Park  (Playskooi,  $25) 
Children  with  differing  abilities  er\joy  this  easy-to-activate  merry-go-round 
and  Ferris  wheel  that  produces  good  sound  and  action  with  the  push  of  a 
big  plunger  Only  the  Elmo  figure  is  removable;  this  avoids  the  frustration 
of  having  too  many  pieces  to  manipulate. 

Adaptation  ideas:  Glue  fabric  textures  onto  plunger  for  chiMren  with 
visual  impairments.  The  base  of  this  toy  fits  a  wheelchair  tray  and  can 
be  attached  with  suction  cups. 

Activity  tip:  This  toy  can  help  children  work  on  concepts  like  start- 
stop,  in-out  and  up-doum.  It  may  also  teach  them  to  take  turns  oi  play 
side  by  side.  For  extra  play  interest,  a  puppet  on  your  hand  can  be  one 
of  the  turn  takers. 

Other  soft  toys  can  'Vide"  on  the  merry-go  round;  to  keep  them  from 
flying  off^vhen  the  plunger  is  pushed,  add  Velcro  dots  to  their  under- 
sides and  the  insider  of  merry-go-round  seats. 
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Preschool  &  Early  School  Years 


Table  Toys  ($69-299) 

The  Table  Toys  company  makes  a  vanety  of  play  tables  for  building  with  Lego 
or  Dupio  blocks.  Their  standard  tables  are  20"  high  to  accommodate  a  stool 
or  chair.  Their  newest  model  comes  with  a4iustable  legs  which  can  make  the 
surface  high  enough  for  a  wheelchair.  While  the  standaid  table  has  a  storage 
bag  in  the  middle,  the  new  table  uses  cut-outs  and  bags  in  the  comers  so  chil- 
dren don't  have  to  reach  as  far.  Building  with  colorful  plastic  Duplo  and  Lego 
blocks  is  fun  for  most  children;  it  may  also  enhance 
color-matching,  counting  and  size-discrimi- 
nation concepts. 


Radio-Control  Raceway  (Fisher-Price,  $79.95) 
This  is  a  welcome  new  choice  for  kids  who  can't  go  chasing 
after  a  radio-controlled  car  or  manipulate  the  small  buttons  on  a 
standard  racing  set  This  radio^;ontrolled  raceway  has  two 
chunky  cars  that  can  zip  along  the  track  which  comes  complete 
with  under-  and  overpasses.  A  large  single  button  controls  each 
vehicle.  Along  with  fun,  this  toy  can  build  eye-hand  coordination. 
It  doesn't  look  babyish,  although  it  is  much  easier  to  operate  than 
typical  racing  sets. 


Adaptation  ideas:  Controller  button  can  be  covered  with  Velcro  and  used  by  a  child  who  is  wearing  a  Velcro  mitt.  For  more 
control,  tape  the  button  to  a  fixed  surface.  Cars  can  be  set  to  go  at  two  different  speeds  for  beginners  and  mx)re  skilled  drivers. 


Adaptive  Equipment 
for  Dolls  With  Disabilities 

(Lakeshore  Learning  Materials, 
$18.50  and  up) 

Now  your  child's  favorite  15-16"  doll  can  be  fitted 
with  realistic,  doll-sized  adaptive  equipment. 
Choose  from: 

•  Walker  &  accessoiy  bag  ($33.50) 

•  Two  leg  braces  and  two  forearm  crutches 
($29.50) 

•  Wheelchair  ($44.50) 

•  Guide  dog,  harness  &  cane  ($18.50). 

Press  'N  Dress  Fashion  Doll 

(Constructive  Playthings,  $29.95) 

The  Press  'N  Dress  Fashion  Doll,  now  available  in  an  African-Ameri- 
can version,  is  the  modem  version  of  that  favorite  toy  of  yester- 
day— ^the  paper  doU.  Each  13"  fabric-covered  doll  comes  with  six 
Velcro-backed,  cloth  outfits  that  "slip  on"  with  the  press  of  a  finger 
Three  additional  sets  of  three  outfits  each  are  available  ($14.95 
each). 

Mickey  Press  'N  Dress  Doll  (Pockets  of  Learning,  $30) 

Both  boys  and  girls  will  er\)oy  playing  with  Mickey  Mouse,  another  version  of  the  Press 
'N  Dress  doll.  The  Mickey  doll  uses  Velcro-backed  clothes  that  are  easy  to  change. 
Wardrobe,  stand  and  doll  are  stored  in  a  zip-up  carrying  case. 
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Radio-Coiih-oS  Bubb.^  fire  Truck  (Tyco,  $30) 
A  single  but1x>n  niakes  this  fire  track  go  forwixrd  and  'hen  tarn.  It  has  feshing 
Ugh*s,  but  no  annoytag  soiii'ds.  If  you  "gas  it  uo"  wit!-,  bubble  solution,  it 
leaves  a  trail  of  ijubbles  as  it  moves.  This  toy  will  be  very  easy  for  most  chil- 
dren to  operate  with  no  adsqpVations. 


Lisrie  Takes  Placs  WheeJchair  and  R«mp  (Little  Tikes,  $12) 

The  Little  Tikes  Place  ($70)  is  a  big,  open  doU  house  ready  for  dramatic  role- 
play.  Chuixlty  furmture  is  easy  to  manipulate.  ar,'d  so  ai-e  tie  family  figures.  Add  the 
wheelchah-  and  ramp  to  make  this  doll  house  accessible! 


Little  Smav-t  Driving  School  (\-Tech,  $39.95) 
M  the  fun  of  a  steering  whee!  with  electi-onic  hom 
and  other  automotive  sounds.  It  also  Includes  a 
telephone  and  ri-pewiiter  keyboard  tha).  says 
every  letter  a  child  presses  for  plenty  of  audi- 
tory feedback  and  reinforcement.  The  toy  has  a 
friendly  quiz  modo  that  will  be  ftm  for  kids  who 
are  leiwiung  the  nanies  of  ietters. 

Activity  Up:  Play  "Pir>.d  the  sound  I'm  saying"— 
"Cm  ymifind  the  letter  th'ii  you  hear  at  t}!e 
begin  ning  of  these  words:  monkey,  m<Mmy, 
mountain?"  Or,  for  older  kids  vhc  are  work- 
ing on  alphabetical  order— "Can  you  find 
the  letter  that  comes  after  T?  Before  'G'?" 


Talk  'N  Dress  Baby  Bop  (Playskool,  $34) 

Children  who  are  working  on  dressing  skills  and  foUowing  directions  will 
enjoy  buttoning,  snapping  and  helping  to  dress  Barney's  popular  pal.  Baby 
Bop  who  talks  when  her  "beUy"  is  squeezed.  For  a  child  with  visual  mipair- 
mer^t,  Baby  Bop  has  a  variety  of  textures— velour,  fuzzy  fur,  satin  and  cotton. 

Adaptation  idea:  For  children  who  cannot  squeeze  the  doU's  middle  to 
make  her  talk,  the  sound  box  can  be  removed  and  placed  on  a  table  where  U 
will  respond  to  a  touch. 


The  Oppenheim  Thy  Portfolio  is  an  indepetident  consumer 
organization  that  tests  and  evaluates  the  best  products  for 
children.  The  organization  annually  publishes  The  Best 
Toys,  Books  <ft  Videos  For  Kids;  it  also  publislies  a  quar- 
terly newsletter.  Both  publications  include  useful  sections 
on  adapting  products  for  kids  xcith  special  needs.  These 


sections  are  done  in  conjunction  loith  the  National 
Lekotek  Center,  a  nonprofit  organization  serving  .special 
needs  children  and  their  families  (See  page  46). 

For  more  infomation,  contact  llie  Oppenheiin  Thy 
Portfolio,  40  E  9th  Street,  Suite  14M,  NY,  NY  10003, 
(800)  544-8697. 
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Lekotek  Puts  Possibilities  intc  Play 


by  Julie  Morse  and  Wayne  B.  Smith 


ometimes,  children  with  disabilities  miss  out  on 


n 

the  fun  and  games  of  childhood.  Parents,  teachere 
and  friends  may  mistakenly  assume  that  children 
/  with  disabilities  caimot  participate  in  the  same 
activities  as  other  Idds.  Or  parents  may  be  so  absorbed  iii 
getting  a  child  to  appointments  for  special  services  that 
they  simply  forget  to  make  play  a 
priority. 

That's  why  a  special  education 
teacher  founded  the  National 
Lekotek  Center  in  1980— to  pro- 
vide children  who  have  mental, 
physical  and  emotional  disabilities 
writh  opportunities  to  play,  learn 
and,  most  importantly,  to  have  fun. 

The  first  Lekotek  center  was 
modeled  after  a  similar  program  in 
Sweden,  where  the  word  "lekotek," 
loosely  translated,  means  "play 
library."  Today,  in  addition  to  its 
national  headquarters  in  Evanston, 
Illinois,  Lekotek  serves  many  hun- 
dreds of  children  through  more 
than  50  affiliate  centers  in  20  states 
(and  one  in  South  America).  Many 
Lekotek  programs  are  offered  on  a 
sliding-fee  scale,  writh  scholarships 
often  available.  For  Lekotek  cen- 
ters that  do  not  offer  sliding  fees. 


yearly  membership  costs  $50-180 a  nZ^'"^' !' I^r  ^^F"' ^  ■ 

'  ^        vuv-ioua  NatKnud  Lekotek  Centerm  Evanston,  lUinois 


year. 

Lekotek  offers  a  family-centered 

approach  to  play  Children  with  —  

special  needs— along  writh  their  parents,  siblings  and 
sometimes,  grandparents,  other  caregivers  and*neighbor- 
hood  friends — attend  montlily  play  sessions.  Specially- 
trained  "Lekotek  leaders"  introduce  children  to  toys, 
games  and  computer  software  that  are  ^propriate  and 
challenging  for  their  developmental  level. 

If  necessary,  toys  are  ad^ted  to  allow  the  child  with  a 
disability  to  use  them  independently.  For  example,  a  child 
writh  only  lunited  use  of  his  arms  might  not  be  able  to 
operate  a  battery-propelled  car  with  a  control  button 
requiring  fine-motor  skills  like  the  flick  of  a  finger.  But 
when  the  car  is  connected  by  wire  to  a  Velcro-fastencd 
wrist  band  that  houses  a  special  "flip  switch,"  the  child 
only  has  to  flip  his  wrist  over  to  make  the  car  move.  In 
this  way,  the  child  experiences  all  the  fun  of  a  battery- 
operated  toy  while  refining  motor  skills  that  will  help  him 
in  otlier  areas  of  life  as  well. 


Joey  fias  mvUiple  disabilities.  Photo:  Hans 
Sittier. 
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After  a  play  session  is  finished,  children  are  loaned 
their  favorite  playthings  to  take  home  for  the  next  month. 
Nationwide,  Lekotek  toy  libraries  have  more  than  50,000 
toys  available  to  children  and  families.  Participating  fami- 
lies ^preciate  the  cost  savings  of  having  access  to  a  wide 
range  of  ^propriate  play  materials  for  their  children. 

Lekotek's  Compuplay  program, 
available  at  21  locations  nation- 
wide, also  offers  individualized 
computer  training  and  playtimes 
using  software  ^propriate  to  an 
individual  child's  developmental 
level  with  ad^tive  technology  as 
needed.  Some  centers  loan  com- 
puters and  software.  Costs  for 
Compuplay  sessions  range  from 
$30-200  depending  on  the  length 
and  type  of  session  and  whether 
the  particular  program  is  subsi- 
dized by  an  outside  agency. 

Lekotek  offers  special  pro- 
grams, too,  like  summer 
computer  camps,  ability-inte- 
grated play  groups,  preschool 
inclusion  assistance  and  various 
family  support  services.  In  addi- 
tion, year-round  training  programs 
are  offered  to  teachers,  parents 
and  daycare  providers.  Toy-build- 
ing manuals  and  videos  are  also 
avaUable.  Call  (800)  366-7529  for  a 
free  catalog. 
Today,  the  Lekotek  movement 
is  growing  rapidly  as  parents  express  the  need  for 
Lekotek  services  in  their  own  communities.  The  National 
Lekotek  Center  offers  some  basic  guidelines  for  parents 
and  professionals  interested  in  starting  a  new  Lekotek 
program: 

•  Contact  the  National  Lekotek  Center  at  (800)  366-7529, 
or  write  to  2100  Ridge  Ave.,  Evanston,  IL  60201,  for  the 
new  "Lekotek  Start-up  Kit"  ($15,  covers  duplication  and 
shipping)  which  gives  a  step-by-step  account  of  how  to 
start  a  Lekotek  Center  in  your  community. 

•  Contact  other  parents,  professionals  and  community 
leaders  and  tell  them  about  the  Lekotek  program.  Once 
you  have  a  few  individuals  willing  to  advocate  for  the  pro- 
gran\,  a  commmiity  needs  assessment  can  be  done  to 
determine  whether  there  would  be  a  demand  for  Lekotek 
services. 

•  Contact  community  organisations  such  as  the  National 

?5a 
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Consumer  Care  Products  inc. 

810  N.  Water  St.,  P.O.  Box  684 
Sheboygan,  Wl  53082-0684 
Tel:  414-459-8353    FAX:  414-459-9070 
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Easter  Seal  Society  affiliates,  United  Cerebral  Palsy  cen- 
ters, schools,  libraries,  hospitals  or  civic  groups,  and  pro- 
pose the  addition  of  a  Lekotek  Center  to  their  existing 
services. 

•  Attend  a  Lekotek  "Leader  Training  Seminar. "  Twice  a 
year,  the  Natiorial  Lekotek  Center  in  Evanston,  Illinois 
hosts  intensive  certification  training  seminars.  The  train- 
ing dates  in  1995  are  February  6-10  and  July  10-14.  Con- 
tact the  National  Center  at  l-80a^6&-7529  for  details  on 
training  and  certification  requirements. 


Lekotek  and  Compuplay  Sites 

(UlakoWc,  CaConvupUy) 
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AflgQWA 

Arizona  Easter  Seal  Society 

Compuplay  (C) 
Easter  Seal  Siociety  for  DIsatiled 

Ctiildrsn  and  Adults  of  Arizona 

903  N  2nd  St 
Phoenix,  AZ  85004 
(800)  626-6061 

Children's  Lei(otei(  and  Compuplay 
ofPlioenIx  (1^0 

Southwest  Human  Development 
3033  N  24th  St 
Phoenix,  AZ  8501 6 
(602)  956-2711 

Easter  Seal  Lei(otei( 

of  Soutliem  Arizona  (L) 
Arizona  Easter  Seal  Society 

5740  E  22nd  St 
Tucson,  AZ  8571 1 
(602)  745-5222 

CAUfOBNiA 

Easter  Seal  Society  of  tlie  Bay  Area 

Lei(otei(  (L) 
Easter  Seal  Society  of  tlie  Bay  Area 

2645  Pleasant  Hill  Rd 
Pleasant  Hill,  CA  94523 
(510)939-7353 

Lei(otei(  Family  Resource 
Center  (L,  C) 

2701  Cottage  Way,  #27 
Sacramento,  CA  95825 
(916)979-1121 

iJBkatok  of  San  Francisco  (L) 
Tlie  Easter  Seal  Society 
of  the  Bay  Area 

6221  Geary  Blvd 

San  Francisco,  CA  941 21 

(415)752-4888 

Easter  Seal  liMtek  (L) 
Easter  Seal  Society 
oftheTrl-Counties 

977  Pismo  St,  Box  795 
San  Luis  Obispo,  CA  93406 
(805)543-4122 

COUmADO 

IM^atok  of  Northern  Colorado  (L) 
Foothills  Gateway  Rehabilitation 
Center 

301  Skyway  Dr 

Fort  Collins,  CO  80525 

(303)  226-2345 

DEIAWAKE 

Delaware  Curative  Lel(otel(  (L,  C) 
Delaware  Curative  Workshop 

1600  Washington  St 


Wilmington,  DEI 9802 
(302)  656-2521 

6E0BMA 

Lel(otel(  of  Georgia  (Jl,  C) 
1955  Cliff  Valley  Way,  Ste  102 
Atlanta,  GA  30329 
(404)  633-3430 

Marcus  Center  Lel(Otel(  (L) 
Marcus  Center 

1605  ChantillyDr 
Atlanta,  GA  30324 
(404)  727-5437 

Egleston  Gwinnett  Lel(Otel(  (L) 
Egleston  Ctiildren's  Health  Center 

3802  Satellite  Blvd 
Duluth,GA30136 
(404)497-9179 

leMtek  of  Georgia-Rome  (L) 

52  Twickenham  Rd 
Rome,  GA  30161 
(706)  234-2884 

IIUHOIS 

Easter  Seal  Lel(otel(of 
Southwestern  Illinois  (L) 

Easter  Seal  Society  of 
Southwestern  Illinois 

1719  Washington  Ave,  Box  219 
Alton,  IL  62002 
(618)  462-8897 

Easter  Seal  Lekotei( 

of  Southwestern  Illinois  (L) 
United  Cerebral  Palsy 

PO  Box  100 
Belleville,  IL  62221 
(618)277-4895 

East  Central  lllinbis  lekom.  (L) 

1 304  W  Bradley  Ave 
Champaign,  IL  61 821 
(217)351-1008 

iBkotek  in  Wost  Humboldt  Park  (L) 
c/o  Chicago  Commons 

1 633  N  Hamlin 
Chicago,  IL  60647 
(312)772-0900 

El  Valor  Ui(Otei(  (L,  C) 
El  Valor 

1951  W  19th  St 
Chicago,  IL  60608 
(312)997-2029 

l^i(otei(  at  Speed  (L) 

1125  Division  St 
Chicago  Heights,  IL  60411 
(708)  481  -6740 
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USAToyUbranrAssooation 

The  USA  Tby  library  Association  (USA-TLA)  is  a 
national  network  of  nearly  400  toy  lending  libraries 
serving  children  with  and  without  disabilities. 
Depending  on  the  particular  program,  feniilies  may 
borrow  both  commerdally-avwilable  and  ^)ecia31y- 
ads^ted  toys.  Yeariy  costs  for  using  toy  libraries 
range  ftom  $0-35. 

USA-TLA  assists  individuals  and  organizations  in 
establishing  and  promoting  toy  libraries  in  local  com- 
munities. The  organization  also  distributes  informa- 
tion on  toy  repair  and  discoxmts,  and  provides 
research  material  on  play,  toys  and  eady  learning.  In 
addition,  they  offer  books,  videos  and  a  quarterly 
newsletter. 

For  information  on  any  of  these  services,  or  to 
locate  the  toy  library  nearest  to  your  home,  write  to 
USA-TLA,  2630  Crawford  Ave.,  Suite  111,  Evanston, 
IL  60201. 


You  Asked  DynaVoxToDoEvcn  More... 


Lekotek  of  Evanston  (L,  C) 
National  Ukotak  Center 

2100  Ridge  Ave 
Evanston,  IL  60201 
(708)  328-0001 

Lekotek  In  Flossmoor  (L) 
Good  Stieptierd  Center 

2220  Carroll  Pkwy 
Flossmoor,  IL  60422 
(708)  957-5700 

WSSRA  Lekotek  (L) 
West  Suburtian  Special  Recreation 
Association 

291 5  N  Maple  St 
Franklin  Park,  IL60131 
(708)455-2100 

Galesburg  Public  Library  Lekotek 

Center  (L) 
Galesburg  PuMk!  Library 

40  E  Simmons  St 
Galesburg,  IL  61401 
(309)  343-5358 

Southern  Illinois  Ukotek  (L) 

112 N Gum 
Harrisburg,  IL  62946 
(618)253-5581 

Easter  Seal  Lekotek-Kankakee  (L) 
Easter  Seal  Society 
of  Mid-Eastern  Illinois 

895  S  Washington  Ave,  Box  84 
Kankakee,  IL  60901 
(815)932-0623 

Parents  Infant  Center  Lekotek  (L) 
Special  EducatkMi  District 

of  Lake  County 

Parent-Infant  Center 

1 585  N  Milwaukee  Ave,  Ste  4 
Libertyvllle,  IL  60048 
(708)  549-0662 

DuPageAVest  Cook  Lekotek 

Center (L) 
DuPage/West  Cook  Regional 

Special  Education  Assoclathm 

1 500  S  Grace 
Lombard,  IL60148 
(708)  629-7272 


Ukotek  Center  Of  West  Central 

Illinois  (L) 
Easter  Seal  Foundation 

1504  13th  Ave 
Mollne,  IL  61265 
(309)  762-9552 

Easter  Seal  Lekotek  Center- 
Normal  (L) 
Easter  Seal  Society 

206  S  Linden,  Ste  4A 
Normal,  IL  61761 
(309)  452-8074 

Soutlnvest  Cooperative 

Compuplay  (C) 
Souttiwest  Cook  County 

Cooperativa  Association 

for  Special  Educatkm 
6020  W 151  St  St 
Oak  Forest,  IL  60452 
(708)  687-6495 

LaSalle  County  Easter  Seal  Lekotek 

Center  (L) 
LaSalle  County  Easter  Seal  Society 

101 3  Adams  St 
Ottawa,  IL61350 
(815)434-0857 

Easter  Seal  Lekotek  Center- 

Peoria(L) 
Easter  Seal  Society 

320  E  Armstrong  Ave 
Peoria,  IL  61603 
(309)671-5884 

Rockford  Lekotek  Center  (L) 
Falrview  Early  Education  Center 

512FairvlewAve 
Rockford,!  61108 
(815)229-4230 

Ciearbrook  Lekotek  (L,C) 
Cleacbrook  Center  fertile 
Handicapped 

3705  Pheasant  Dr 
Rolling  Meadows,  IL  60008 
(708)392-2812 

Lekotek  at  McKinley(L) 

850  El  70th  St 

South  Holland,  IL  60473 

(708)333-7814 


"/  want  totetta  story." 

Introducing  DynaWrite. 

DynaWrite"  is  a  revolutionary  new  software 
package  for  the  DynaVox*  augmentative  com- 
munication aid.  One  that  can  help  people  compose 
longer,  more  complex  messages,  faster  and  easier 
than  ever  before.  So  if  you  know  someone  who 
might  benefit  from  it,  we  ui^e 
you  to  contact  your  therapist.  Or 
give  us  a  caU.  at  1-800-344-1778. 


We  Hear  You, 

BBDDBBBII  BBBBBBB 
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EXCEPTIONAL  PARENTS 
TALK  ABOUT  M.O.V.E. 


"Sitting  and  lying  have  turned  to  standing  and 
walking — and  now  even  speaking.  All  skUls  I 
was  told  Lauren  would  never  have.  Because  of 
the  M.O.V.E.  program.  Lauren  can  communicate 
with  others  In  ways  I  thought 
were  not  possible." 
Barbara  Ruben,  parent 
Canoga  Park,  California 

"It's  changed  our  lives.  For  the 
first  time  In  four  years,  I  have 
had  to  baby-proof  my  house.  ^ 
I  am  thrilled!"  ^ 
Kim  LeonettU  parent  ^ 
Los  Angeles,  California 

The  M.O.V.E.  curriculum  teaches  the  basic 
motor  skills  of  sitting,  standing,  and  walking. 
For  more  information,  contact: 


Rlfton  For  People  With  Disabilities 
PO  Box  901  •  Rifton.  NY  12471 
800-374-3866/ext  102 
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UCP  of  Land  of  Uncdn  Ukotek 

Center  p.) 
United  Cerebral  Palsy 

of  Land  of  Lincoln 

130N16tllSt 
PO  Box  19494 
Springfield,  IL  62794-9494 
(217)525-6522 

Tri-County  Lekotek  (L) 
Northwestern  Illinois  Association 

3807  Woodlawn 
Sterling,  IL  61081 
(815)625-7931 

Lekotek  Family  Resource  Center- 

TlnleyParkp.) 
Arbor  Park  School  District  145 

Kimberiy  Height?  '^hool 
6141  Kimberiy  D, 
Tinley  Park,  160477 
(708)  532-6434 

IHDUWA 

Lekotek  of  Indianapolis  (L,  C) 
Crossroads  Rehabilitation  Center 

47^0  KIngsway  Dr 
Indianapolis,  IN  46205 
(317)466-2018 

Lekot  k-Open  Door  (L,  C) 
United  Health  Services 

711  ECkJifaxAve 
South  Bend,  IN  46617 
(219)  233-4366 

WWA 

Ukotek-YWCA  (L,  C) 

318  Fifth  St,  SE 
Cedar  Rapids,  lA  52401 
(319)365-1458 


KAHSAS 

Children's  Center  Compuplay  (C) 

Early  Childhood  Development  Center 
94  Lewis  Dr 
Hays,  KS  67601 
(913)625-3257 


Compuplay  Resource  Center  (C) 
Easter  Seal  Society  of  Louisiana 

for  Children  andAduits 

with  Disabilities 

4937  Hearst  Plaza,  Ste  2-L 
Metalrie,  LA  70001 
(504)  455-5533 

MICHICAII 

Detroit  Institute  Compuplay 

Resource  Center  (C) 
Detroit  Institute  for  Children 

5447  Woodward  Ave 
Detroit,  Ml  48202-4009 
(313)  832-1100,  ext  231 

The  Arc  Ukotek  (L) 

The  Arc  of  Northwest  Wayne  County 

26049  Five  Mile  Rd 
Redford,  Ml  48239 
(313)532-8524 

WHMMESOTA 

Courage  Center  Lekotek  (L,  C) 
Courage  Center 

391 5  Golden  Valley  Rd 
Golden  Valley,  MN  55422 
(612)  520-0417 

NEW  JERSEY 

Shirley  Eves  Center  -  Lekotek  (L) 

1 0th  &  Vine  Sts 
Millville.  NJ  08332-0787 
(609)  825-5840 


NEWYOBK 

The  Lekotek  Center  (L) 

East  Rockaway  Public  Library 

477  Atlantic  Ave 
EastRxkaway,  NY11518 
(516)593-1222 

MHO 

Lekotek  rf  Greater  Cleveland  (L) 
The  Achievement  Center 
for  Children 

11001  Buckeye  Rd 
Cleveland,  OH  44104 
(216)795-7100 

Compuplay  (C) 
United  Cerebral  Palsy 
of  Greater  Cleveland 

2141  Overlook  Rd 
Cleveland,  OH  44106 
(216)791-8363 

PEWMSYiyAWiA 

Lekotek  of  United  Cerebral  Palsy 

of  Northeastern  Pennsylvania  p.) 
UCP  of  Northeastern  Pennsyhrania 

423  Center  St 

Clarks  Summit,  PA  18411 

(717)587-5892 

Children's  Lekotek  of  Southeastern 

Pennsyhrania  (L,  C) 
The  Deveiopntental  Center 

for  Autistic  ChlMren, 
Thomas  Jefferson  Unlverelty 

Hospital 
3965  Cionshohocken  Ave 
Philadelphia,  PA  19131 
(21 5)  878-3400  ext  11 


PUERTO  HICO 

Centro  Lekotek  p.) 
Sociedad  de  Education 
y  Rehabilltaclon  de  Puerto  Rico 

PO  Box  360325 

San  Juan,  PR  00936-0325 

(809)767-6710 

TBCAS 

Children's  Lekotek  Center 

of  Houston  (L) 
United  Cerebral  Palsy 

of  Greater  Houston 

141 5  California  St 
Houston,  TX  77006-2693 
(713)522-1051 

UTAH 

Easter  Seal  Society  Compuplay 

of  Utah  (C) 
Easter  Seal  Society 

254  W  400  S,  Ste  320 

Salt  Lake  Ciiy,UT  841 01 -1830 

(801)531-0522 

vwawA 

George  Mason  University 

Compuplay  (C) 
Center  for  Human  Disabilities 

4400  University  Dr,  MSI  F2 
Fairfax,  VA  22030 
(703)  993-3670 

Wisconsin 

IMarshfieM  Children's  Ukotek 

Center  (L) 
Saint  Joseph's  Hospital 

61 1  St  Joseph  Ave 
Marshfield,  Wl  54449-1898 
(715)387-7885 


Switch  on  the  Fun 


the  Scanning  2-XLtm  Talking 
Robot.  Innovative,  interactive, 
educational — and  fun.  Most  impor- 
tantly it  is  accessible  using  a  single 
switch  through  scanning.  Developed 
with  the  exceptional  child  in  mind,  it's 
the  perfect  playmate  for  learning  and 
entertainment.  The  2-XL  tells  stories 
and  jokes,  plays  your  child's  favorite 
audio  cassettes,  asks  questions  and 
waits  patiently  for  your  child  to  scan 
and  select  the  correct  answer.  A  great 
gift  for  the  holiday  season.  Order 
soon,  as  quantities  are  limited.  Call  or 
fax  InvoTek  today  for  a  free  catalog 
and  pricing. 


InvoTek 


1-800-576-6661 

Providing  Independence  Through  Technology 


CORPORATION 

700      20th  St. 
Engineering  Research  Center 
Fayetteville,  AR  72701 
(fa>)  501-575-7446 
2-XLtM  ;>  ■  r«gisl«r*d  trtdcmartt  of  Tlgtr  Electronic*. 
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Dl  AFOODS  THICK-IT 
brings  the  joy  of  eating 
back  to  people  with 
swallowing  problems. 


H(jro  s  the  solii-tipn  for  the- 
rmilions  of  \;oung  and  okl. 
who  fKjocI  mocJifioci  co.n'..i'. 
tencie&.to  enjoy  eating 

Dl  AFOODS.  THICK-IT, 

whf.-n.mixed  with  hot  or 
colci,  lhick;or  thin  iKiuids 
and  pureed  foods,  pro-  ^ 
duces  any  desired  consi-s- 
tencVquickly.  easily 'and 
contrcjllably  But  it  does  not 
•f;t~wtnge  tta(;  taste  or  ap!K,"ar 
anee  of  the  food  it  thickens 
"i  "  ■     «         ■  ■ 
D.IAFOODS  THICK-IT  adds 
sixteen  calorics  p(-'r  latole 
s()Oon  for'nourishment  l)ut 
IS  vf>ry  lov;  in  ^>f;dlu^n  for 
;)i:opl<?rjr>'Sf>dium- 


restncted  diets  And  it 
hel[5&  hydrate  patients  \ 
t)ecause  it  will  not  bind 
water  or  fluids  '^ 

,  DIAFOODSTH^CK-ITis 

the  market-maker  and  the 


RMtduortloMlmatirW. 

ert...(800)333-000ai. 

The  booklet  "Dy«pl»8i* 
ARmtmrForHMlth 
ProfMeioMto"  diacusdes 
causes,  evaluation  and 
treatment  of  dysphagia. 

The  pamphlet  "SwaUowkig 
ProWMns"  helps  patients 
and  caregivers  underetand 
and  adapt  to  dysphagia. 


^■■A  selling,  tjraod  of  Instant 
f:0(jd  Thickener  It  is  rec- 
ommended tjy  speech  and 
language  [jathblogisls. 
dietitians  and  nutritionists 
in  hospital's,  nursing  homes 
and.r^ehatjilitation  facilitu-, 
across  the  cfjuntry 

For  product  literature  .iiid 
advice,  a  free  sarn[jle 
and  intormatfon  vvtieri; 
.   DIAFOODSTHICK-IT  may 
h(j  purchased,  call...' 
(800)  333-0003.^ 
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New  PRODUCTS:  Toys 


RUBBER  JACKS  &  BALLS 

Metal  and  plastic  jacks  that  hurt 
little  hands  can  now  be  replaced 
with  slightly  oversized  jacks  made 
of  rubber!  These  colorful  jacks 
give  under  pressure  so  children 
can  pick  them  up  safely.  Eye-hand 
coordination  and  grasping  skills 
can  be  enhanced  with  these  eight 
jacks  and  rubber  ball. 
Chime  Time,  Atlanta, 
GA  30340-1562 

Circle  S  270 


iCNEX 

Twenty-two  basic  shapes  with  an  infinite  number  of  pos- 
sibibties.  The  gNex  color-coded  construction  sets  let 
children  build  anything  from 
simple  flat  designs  to  three- 
dimensional  models  and  vehi- 
cles. The  interlocking  pieces 
snap  together  and  can  even  be 
connected  using  only  the 
sense  of  touch.  Shapes  hold 
the  attention  of  all  children. 
Sets  available  for  cars,  trucks, 
flying  saucers,  roller  coastere 
and  more.  Edges  are  rounded 

 for  safety. 

Connector  Set  Toy  Company,  Hatfield,  PA  19440-0700 
Circle  #  271 


REALnV  DOLLS  &  WHEaCHAiR 

The  Reality  Dolls  are  soft,  wash- 
able dolls  designed  to  build  the 
self-«steem  of  children  with  dis- 
abilities and  to  increase  aware- 
ness of  disabilities  for  children 
without  disabilities.  The  dolls  are 
featured  with  hearing  aids, 
crutches,  prostheses  and  white 
canes. 

A  doU-sizo  wooden  wheelchair  is 
also  available. 

Antoni  Toys  and  Products  for 
the  Physically  Challenged, 

Portland,  OR  97214 
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MODULAR  FRAME:  ADJUSTAB1£  WEDGE 

This  oak  board  tilts  up  to 
90  degrees  for  full  access 
to  its  three  single-activity 
modules.  Each  module  is 
Velcro  mounted  for 
removal  and  reposition- 
ing. Activities  include  tac- 
tile, visual,  auditory 

.  .  and/or  fine  motor  skills- 

pick  from  a  list  of  activity  options  to  suit  your  child's 
abilities  and  interests! 
Danmar  Products,  Ann  Arbor,  MI  48103 
Circle  #273 


SENSV  BALLS 

These  bright  yellow,  inflatable  balls 
are  covered  with  tiny  rounded 
protrusions  that  are  sure  to 
stimulate  tactile  sensations. 
Available  in  three  sizes  for 
various  types  of  recreation  and 
therapeutic  play.  The  smallest 
are  sold  in  pairs  and  are  only 
10  cm  in  diameter— perfect  for 
little  hands. 

Ball  Dynamics  International,  Inc., 

Denver,  CO  80202 
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INTELUPiCS 


This  educational  software 
program  allows  adults  to 
create  activities  for  chil- 
dren to  explore  the  fim  of 
learning.  Grj^hics,  quick- 
time  movies,  animation, 
recorded  sound  and  syn- 
thetic voices  are  used  to 
teach  shapes,  colors, 
numbers  and  letters.  Ani- 
mals, music,  dinosaurs 
and  more  help  to  keep 
children  mterested.  For  use  on  Macintosh  computers 
IntelliTools,  Inc.,  Richmond,  OA  94804 
Circle  #  275 
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SIBLINGS 


Sibling  Concerns 

by  Donald  J.  Meyer 

This  article  is  an  excei'plfrom  Sibshops:  Workshops 

FOR  SlBLIS'GS  OF  CHILDREN  WITH  SPECIAL  NEEDS  (Paul  H. 

Bivokes,  1994).  Tftis  is  the  second  of  four  excerpts 
Exceptional  Parent  will  publish.  Sl~.-,iiops  is  available 
through  Exceptional  Parent  Library,  (800)  535-1910. 

Given  that  most  brothers  and  sisters  liarbor  a  wide 
range  of  feelings  toward  their  siblings,  it  is  not  at  all 
I  unusual  to  learn  that  siblings  of  people  with  special 
I  needs  also  experience  ambivalent  feelings  about 
their  brothers  and  sisters.  After  all,  a  relationship  in 
which  one  sibling  has  a  disability  or  illness  is  still  a  sibling 
relationship.  Adding  a  spe- 
cial need  to  the  equation 
appears  to  enhance  the 
inherent  ambivalence. . . 

It  is  difficult  to  make 
generalizations  about 
siblings  who  have 
brotlxers  and  sisters 
with  special  needs, 
because  this  is  only 
one  aspect  of  their 
lives.  Disabilities  and 
'  illnesses  affect  people 
from  all  walks  of  life,  and  siblings  will  experience  these 
conditions  in  innumerable  ways.  However,  in  listening  to 
brothers  and  sisters,  we  hear  recurring  themes,  despite 
the  diverse  backgrounds  of  these  siblings. . .  No  one 
brother  or  sister  will  experience  all  of  the  concerns  dis- 
cussed below,  but  all  will  share  some. . . 

Overidenttfication: 

Overidentification  occurs  when  a  sibling  won- 
ders whether  he  or  she  shares — or  will 
share— a  sibling's  problem. .  .The  risk  of  overi- 
dentification is  one  of  the  many  reasons  that 
brothers  and  sisters  need  accurate  information 
about  their  siblings'  disabilities  and  illnesses. 
Information  that  may  be  obvious  to  adults  may 
not  be  to  children.  For  instance,  younger  chil- 
dren need  to  know  that  they  cannot  "catch" 
tlieii  siblings'  disability. . . 

Embarrassment: 

A  sibling  with  a  dis£.bility  or  illness  can  be  a  source  of 
embarrassment  for  typically-developing  brothers  and 
sisters. . . 

Developing  strategies  to  spare  a  typically-developing 
child  embarrasfiment  first  requires  analyzing  the  cause  of 
the  embarrassment.  Is  it  something  that  can  be  changed, 


such  as  an  age-inappropriate  bib  on  a  sibling  who  drools, 
or  a  behavior,  such  as  singing  during  the  sermon  at 
church,  that  could  be  changed  through  a  carefully  consid- 
ered behavior  program?  If  changeable,  then  the  family  can 
work  toward  decreasing  the  sibling's  embarrassment  and 
improving  the  life  of  the  person  with  special  needs  at  the 
same  tinie. 

However,  it  is  equally  likely  that  the  source  of  embar- 
rassment is  something  about  which  little  can  be  done.  In 
these  instances,  there  are  two  strategies  parents  may  wish 
to  consider.  First,  they  should  remember  that  most  chil- 
dren go  through  stages  when  they  are  easily  embarrassed, 
and  these  experiences  may  be  unavoidable. 
Early  adolescents  have  a  particularly  strong 
need  to  conform.  It  can  make  a  teenager 
miserable  to  be  seen  with  her  parents,  much 
less  with  a  sister  who  looks  and  acts  differ- 
ently. . .  During  this  time  of  raging  conformity, 
the  best  strategy  may  be  to  give  the  typi- 
cally-developing child  "space,"  psycho- 
logical and  otherwise.  Given 
!'\  permission  to  walk  on  the  other  side  of 
___j.  'x  the  shopping  mall  or  attend  a  different 
church  service,  most  siblings  will  even- 
tually re-integrate  their  brother  or  sister. . . 
A  second  strategy  is  to  acknowledge  the  embarrass- 
ment. . .  Denying  siblings  "permission"  to  be  embarrassed 
by  their  sibling  (as  in  "He's  your  brother,  you  shouldn't  be 
embarrassed  by  him!")  is  more  likely  to  invoke  guilty  feel- 
ings than  to  reduce  embarrassment.  It  also  will  send  a 
message  that  children  cannot  bring  their  concerns  to  their 
parents.  Acknowledging  that  a  sib- 
ling with  special  needs  is  some- 
times difficult  to  live  with  not 
only  reflects  reality  (after  all, 
what  sibling — special  needs 
or  not — is  always  easy  to  live 
with?),  but  it  also  sends  a 


message  that  brothers  and 
sisters  can  feel  free  to  talk 
about  their  feelings  with 
their  parents. . . 

Luckily,  for  most  sib- 
lings, embarrassment  is 
transitory...  Most  brothers 
eind  sisters  have  a  remarkable  ability  to  re-frame  difficult 
situations  in  a  more  positive  light. . . 

Guilt: 

. .  .Siblings  of  individuals  with  special  needs  are  far  more 
likely  to  experience  guilt  than  siblings  of  individuals  with- 
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Free  Children's  Book 


Pediatric  Projects,  Inc. 

a  nonprofit  group  advocating  quality 
mental  health  practices  for  children 
and  families  In  health  care 

will  send  you  free 

►  a  popular  book  for  children  on 

health  care 

►  flyers  on  medical  toys  and  books 

you  can  buy  at  low  cost 

►  a  sample  issue  of  our  newsletter, 

Pediatzlc  Mental  Health® 

Send  your  name/address/zip, 
with  $2  (postage/handling),  to 

Pediatric  Projects,  Inc. 
PO  Box  57-1555 
TarzanaCA  91357 
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E  TUNED-lN,  TURNED-On  BOCK 
About  Learning  Problems 

-Revised  Edition- 
Help  your  child  learn  how  to  work 
around  learning  disabilities 


In  this  best  selling  self- 
help  guide  written 
directly  to  adoles- 
cents and  teens, 
author  Mamell 
Hayes,  Ed.D., 
takes  a 
positive  and 
practical  ap- 
proach to  helping 
kids  capitalize  on 
their  individual  learn- 
ing style. 


The  content  of  the  new 
edition  now  in- 
cludes new  study 
tips,  a  new  glos- 
sary, and  more 
'homework' 
for  parents 
and  teachers 
to  help  them 
understand  what 
a  child  with  learn- 
ing difficulties  needs 
them  to  know. 


TUNED-IN,  TURNED  ON  BOOK  About  Learning  Problems 

6x9"  softcover,  163  pp.  #0SC-1  $10.00 
Prepaid:  Add  $2.50  s/h  Billed:  Add  10%  s/h  (min.  $2.50) 
California  residents  add  sales  tax. 


Academic  Therapy  Publications 

20  Commercial  Blvd.  dTh  Novato,  CA  94949-6191 
1  (800)  422-7249     ^^^j^B      (^^^^  8^3-3720 
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out  special  needs. . .  Brothers  and  sisters  may  feel  they 
caused  their  siblings'  disability,  they  may  experience  sur- 
vivor's guilt;  they  may  feel  guilty  about  their  own  abilities 
or  about  harboring  less-than-charitable  feelings  about 
their  siblings. 

Isolation/  Loneliness  and  Loss; 

. .  .A  sibling's  disability  or  illness  can  cause  brothers  and 
sisters  to  experience  various  feelings  of  loss  and  isolation. 

Especially  if  there  are  only  two  children  in  the  family, 
typically-developing  siblings  may  miss  having  a  brother  or 
sister  with  whom  they  can  seek  advice,  or  share  their 
thoughts,  hopes  and  dreams.  They  may  also  long  for  the 
rough-but-loving  relationship  many  siblings 
share... 


When  parents  are  con- 
sumed with  a  child's  dis- 
ability or  iUness, 
typically-developing  broth- 
ers and  sisters  can  feel 
neglected  and  isolated  from 
their  parents.  These  feelings  are 
especially  keen  duiing  times  of 
stress  for  the  family,  such  as 
diagnoses  or  hospitalizations. . . 

Of  course,  when  a  child  is 
facing  a  health  or  developmental  cri- 
sis, it  may  be  unpossible  for  parents  to 
meet  all  their  cWIdren's  needs  for 
emotional  support  During  dying 
times,  many  families  enlist  the  sup- 
port of  a  favorite  relative  or  adult  friend  who  provides  the 
healthy  child  with  time,  attention  and  an  "open  ear." 


1  <? 


Donald  J.  Meyer  is  the  director  of  the  Sibling  Support 
Ptvject  at  Children's  Hospital  and  Medical  Center  in 
Seattle.  Don  is  the  yminger  brother  of  two  siblings  who 
have  epilepsy.  He  is  married  and  the  father  of  four  chil- 
dren. His  book,  SiBSHOPS:  Workshops  fvr  Siblings  of 
Children  with  Special  Needs,  details  the  program  that 
won  the  1992  National  Award  for  Innovation  from  the 
Association  for  the  Care  of  Children's  Health. 
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FATHERS'  Voices 


Hie  Bluest  Game 


by  BiU  Abbott 


One  Qftemoon,  I  was  reading  articles  from  Exceptional 
Parent  magazine  to  my  husband.  Bill.  When  I  finished 
the  Fathers'  Voices  section,  I  took*  d  up  to  see  tears 
rolling  doum  my  husband's  rugged  face.  "It's  a  good 
thing,"  he  said,  and 
walked  out  of  the  room, 
seemingly  embarrassed 
by  his  show  of  emotion. 

Several  hours  later,  I 
was  intrigued  to  find  my 
husband  frantically 
writing  away  in  a  tat- 
tered notebook.  Our  two 
children  kept  vying  for 
hts  attention,  but  BiU 
was  completely  focused 
on  the  project  at  hand. 
Finally,  he  took  a  deep 
breath  and  pushed  his 
chair  backfivm  the  table. 
Handirig  me  the  note- 
book, he  said,  "This  is 
my  story. " 

My  husband  has  never 
been  big  on  words  or 

expressing  his  feelings.  After  reading  his  story  about  his 
relationship  with  our  soti,  Gregory,  tsars  rolled  down 
my  face  also. 

"Tliis  is  wonderful!"  I  said.  "Let  me  send  it  in  to 
Fathers'  Voices.  " 

Bill  told  me  that  he  didn't  care  if  I  sent  it  in  or  not.  He 
said  it  just  felt  good  to  express  his  feelings. 

1  have  enclosed  my  husband's  story.  I  will  also  keep  it 
for  Gregory  to  read  when  he  is  older. 

— Cam  Abbott 


ball  and  catch  a  football. 

I  will  never  forget  the  day  Gregory  was  bom.  When  the 
doctor  said,  "It's  a  boy"  I  felt  like  I  was  walking  on  air. 
Then,  reality  knocked  me  to  the  ground.  My  son  had  sus- 
tained a  brain  iiyury  after  an  excruciatingly 
long  labor  and  nightmarish  forceps  birth.  He 
was  rushed  to  a  larger  hospital  where  he 
spent  the  next  two  weeks  in  the  neonatal 
intensive  care  unit  At  least  he  was  alive,  but 
I  felt  completely  powerless  to  help  him. 

As  the  months  went  by,  we  began  to  real- 
ize that  Gregory  was  not  doing  the  same 
things  as  other  babies  his  age.  After  many 
visits  to  specialists,  we  were  given  a  di^no- 
sis  of  cerebral  palsy. 

I  am  an  over-the-road  truck  driver.  I  was  in 
Oklahoma  City,  Oklahoma  the  night  my  wife, 
Cara,  gave  me  the  news  of  Gregory's  diagno- 
5. 1  was  angry  at  the  world.  I  prayed  to  God 


Chi 


die  waiting  for  my  child  to  be  bom,  I  was  like  any 
[other  expectant  father.  I  dreamed  of  the  activities 
[  would  share  with  my  flrstbom  son.  As  a  young 
child  and  teenager,  my  life  had  revolved  around 
sports.  I  dreamed  about  teaching  my  boy  to  throw  a  curve 


Bill  Abbott,  35,  has  traveled  across  the  United  States  and 
Canada  as  an  over-the-road  iruck  driver.  He  lives  in 
Columbia,  Missouri  with  his  uife,  Cara,  and  sons  Gre- 
gory, 5,  and  Patrick,  8  months.  He  also  has  a  daughter, 
Jennifer,  from  a  previous  marriage. 


and  to  my  late  father.  I  asked,  "Why  has  this  terrible  thing 
happened  to  me?" — as  if  I  were  the  one  with  cerebral 
palsy. 

Now,  four  and  a  half  years  later,  the  son  is  teaching  the 
dad.  Gr"^'  -^i ivy  son,  but  he  is  also  my  best  friend. 
There  are  parts  of  me  that  only  he  knows  and  under- 
stands. 

Gregory  has  more  heart  and  gumption  than  any  ball 
player  I  have  ever  seen.  The  cerebral  paLsy  affects  Gre- 
gory's right  arm  and  leg,  his  speech  and  his  balance.  As  I 
watch  him  try  to  walk  and  use  his  weak  arm,  I  have  to 
restrain  myself  from  helping  him.  In  the  long  run,  I  know 
it  will  be  better  if  he  does  things  by  himself. 
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Models  Avaitable  Now 

The  B.O.S.S. 

provldM  freedom  and  independence. 
Fully  equipped  with  electronic  con- 
trols, these  play  vehicles  provide 
an  enjoyable  way  for  a  young 
child  with  a  disability  to 
learn  important 
developmental 
sldiis. 


All  five  models  offer  a  variety  of  electronic  control  systems  each 
designed  to  nteet  the  particular  needs  of  the  young  driver.  For 
maximum  safety,  an  optional  remote  control  override  switch  enables 
a  parent  or  other  adult  to  supervise  vehicle  operation.  Special 
seating  and  other  safety  equipment  is  available.  Cars  operate  on 
two  rechargeable  6  volt  batteries.  Call  us  for  additional  information 
and  orders. 

1  -800-950-51 85 

innovates  Products,  830  S.  48th,  Grand  Forks,  NO  58201 

Pholo  uMd  by  ptnntoaion  Co(p.  ct  Otdtad.  PA 


Circle*  42 


Patent  Pending 


©  1901  RSI 

The  Baby  Jogger® 

Mobility  and  comfort  combine  for  both  parent 
and  child!  The  Baby  Jogger  offers  new  models 
to  suit  a  variety  of  special  needs.  Go  anywhere 
with  the  ultimate  all-terrain  stroller.  Travel  over 
gravel,  grass,  curbs,  even  sand  and  snow  with 
'The  stroller  for  runners."  Trips  to  the  beach  or 
park  are  easy  with  the  smooth-rolling  threo 
wheel  design.  A  variety  of  models  available  for 
children  of  all  ages.  FREE  BROCHURE. 

Racing  Strotlers  Inc.  P.O.  Box  2189 
Yakima,  WA  98907  (509)457-0925 

Safe,  stable,  endorsed  b/  pediatricians. 


I  could  talk  about  my  son  all  day.  It  is  a  big  thrill  for  ariy 
parent  to  see  a  child  take  his  first  steps.  But  when  your 
child  wears  ankle-foot  orthotics  and  is  two  and  a  half 
years  old,  seeing  him  take  his  first  step  is  a  miracle. 

1  would  gladly  trade  places  with  Gregory;  I'd  do  any- 
thing to  make  his  life  easier.  However,  my  son  has  shown 
me  1  don't  have  to  A-ony  about  his  future.  1  know  he  has 
the  drive  to  accomplish  whatever  he  decides  to  do. 

1  have  always  dreamed  of  being  a  coach.  Well,  1  got  my 
wish.  Encouraging  Gregory  to  become  independent  will 
be  the  biggest  game  1  will  ever  coach.  Teaching  him  to 
stand  in  one  spot  without  taking  a  tumble,  teaching  him  to 
successfully  navigate  the  bathroom,  teaching  him  to  pull 
ja-'.  pants  down  and  back  up  again — ^these  are  much 
g:c  rier  rewards  than  winning  any  Super  Bowl  or  World 
Series. 

Fathers'  VoiceM  is  a  regular  feoXure  of  Exceptional 
Parent  magazine.  This  column,  coordinated  by  James 
May,  Project  Director  of  the  National  Father's  Network, 
focuses  on  fathers'  experiences  rearing  children  with 
special  needs.  Your  contributions  to  this  column  are 
encouraged. 

For  more  i>\forniation  abotU  the  Natior>al  Fathers' 
Network  (NFN)  or  to  receive  their  newsUiter,  unite  or 
call:  National  Fathers' Network,  16120  I  .E.  Eighth 
Street,  Belleme  WA  98008,  (206)  747-400^  or  (206) 
747-1069  (fax).  Funded  by  a  Maternal  and  Child 
Health  Bureau  grant,  the  NFN  provides  networking 
opportunities  for  fathers  regarding  their  common  con- 
cerns; develops  father  support  and  mentoring  pro- 
grams; and  creates  curriculum  as  a  means  of 
promoting  fathers  as  significant,  nurturing  people  in 
their  children's  and  families'  lives. 
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MtarCtw  AyR  MlUto  Moderate 
kKonSnence.  SaLcapaOj/. 


Wear  Em  Mls<v:Mlkl  to  Moderate 
InuiAinence.  8  a.  cspacUy. 


WEAR*EVER 

THE  FREEDOM  TO  GO  WHEREVER  YOU  WlSH^" 

Introduung  WEAR-EVER'!  The  first  family  of  washable,  reusable 
incontinence  underwear  that  outperforms  disposables. 

Tha  secret?  WEAR«EVER  underwear  is  made  exclusively 
with  HypersorbT  a  revolutionary  fabric  with  extraordinary 
absorbency  and  quick-drying  properties. 

In  fact,  WEAR-EVER  underwear  holds  up  to  450cc  of 
urine -15  ounces-  without  leakage,  and  that  means 
greater  comfort,  confidence  and  freedom. 

Plus,  WEAR'EVER  underwear  can  be  washed  up  to 
200  times  without  losing  its  absorptive  powers.  Which 
means  you'll  save  at  least  $1,300*  a  year  over 
disposables. 

WEAR-EVER.  All  sizes.  Lightweight.  Fashionable. 
Environmentally-friendly.  And  guciranteed  for  one  year  or 
your  money  back. 

To  order,  or  for  more  information,  please  call: 


1-800-550-4MOM 


Wear  Em  Pull-up:  For  Seme 
kKonenence.  ISoz.  capaeilif. 


^^^^ 


WearEmBuHeilly: 
For  Seme  hconnnence 
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Back  cmd  forth,  in 
and  out  ofcotweri' 
tiond  hospitals  and  treament 
programs.  Some  children's 
complex  behavioral  and  emo- 
uond  issues  can  frustrate  and 
overwhelm  professionals' 
ability  to  treat  chronic  diseases, 
brain  injuries ,  or  oOxer  medi' 
cal  coruiitions .  Our  unique 
medical  and  behavioral 
approach  can  break  the  cycle 
of  repeated  fadures . 
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ACCESSIBILITY 


Step  by  step 

Creating  no-step  entrances  may  be  easier— and  less  expensive— than  you  think 


by  Eleanor  Smith 

This  article  was  adapted  from  Entryways:  Creating 
Attractive,  Inexpensive  No-Step  Entrances  to  Houses  to 
give  basic  guidelines  for  adapting  an  existing  home 
with  no-step  entrances.  Entryways  provides  in-depth 
instructicms  01  how  to  build  no-step  entrances  when 

building  a  new  home. 

Entryways,  puitlished 
by  Concrete  Change,  costs 
$8.  Ccmcrete  Change  also 
offers  Building  Better 
Neighborhoods,  a  $24 
video  about  why  univer- 
sally accessible  housing 
is  necessary  and  practi- 
cal.. Contact  Concrete 
Change  at  1371  Metropol- 
itan Ave.  S.E.,  Atlanta, 
GA  30316  or  call  (404)  378-7455  (voice)  or  DisabUity 
Action  Center  at  (404)  687-91 75  (TTY  only). 


Nb-step  entrances  built  with  attractive  materials  and 
landscaping  can  be  a  well-integrated  asset  to  the 
design  of  any  house.  The  no-step  entrance  should 
be  the  entrance  primarily  used  by  family  members  and 
guests,  both  for  convenience  and  for  the  symbolic  wel- 
coming tone.  However,  the  lot's  terrain  is  a  relevant  fac- 
tor. For  example,  don't  construct  a  no-step  entrance  in 
front  if  terrain  realities  make  it  a  great  deal  easier  to  cre- 
ate an  entrance  at  the  side  or  back.  In  all  cases,  using  the 
land  to  advantage  is  the  key. 

The  no-step  entrance  must  be  a  gentle  slope,  no  steeper 
than  1:12 — meaning  one  foot  in  rise  per  12  feet  in  length. 
If  a  slope  is  too  steep,  it  is  imusable. 

The  slope  can  be  steeper  than  1:12  only  if  the  rise  is  1 1 
inches  or  less. 

The  length  of  the  sloped  sidewalk,  ramp  or  walkway 
that  provides  the  no-step  entrance  often  can  be  shortened 
by  using  the  land.  The  elevation  of  the  incline's  starting 
point  should  be  as  close  as  possible  to  the  elevation  of  its 
arrival  point. 


Access  All  komi 

Eeanor  Smith  remembeiTS  being  a 
eenager  at  a  party  in  the  '608.  Unable  to 
get  her  wheelchair  through  the  narrow 
bathroom  door,  she  slid  off  the  chair  and 
prayed  no  one  would  see  her  scooting 
through  the  doorway  in  her  fancy  party 
dress. 

Now,  at  51,  Smith  is  helping  to  lead  the 
fight  for  barrier-firee  homes.  Smith, 
founder  of  the  Atlanta-based  Concrete 
Change,  says  creating  accessible 
housing  for  people  with  disabili- 
ties must  go  beyond  adjusting  only 
the  homes  of  people  with  disabili- 
ties. All  homes,  she  says,  must  be 
"visitable." 

"TTie  most  important  thing  for 
visiting  is  being  able  to  get  in  the 
house,  and  get  through  the  ii\terior 
doors,"  says  Smith,  who 
was  paralyzed  by  polio  at  age 
three. 

Unless  children  with  disabilities 
have  access  to  the  homes  of 
friencta  and  relatives,  Smith  says. 


they're  likely  to  miss  out  on  many  impor- 
tant childhood  experiences. 

"I  know  I  was  left  out  of  certain  things 
because  of  architecture,  like  the  birthday 
parties  because  the  mother  didnt  think 
she  could  handle  me  getting  in  the  house," 
Smith  recalls.  Or  like  being  stranded  in  a 
backyard  while  all  her  friends  ran  in  the 
house  to  play.  Or  being  able  to  visit  only 
five  stores  in  her  hometown  of  Eureka, 


Eleanor  Smith  in  front  of  anno  of  Atiau  'a  Habitat 
for  Humanity  hmses,  all  qf  whidi  have  basic  access. 


Illinois,  because  the  other  stores' 
entrances  had  steps. 

Smith  says  people  must  demand  that 
their  homes  be  barrier-free— whether  or 
not  they  know  someone  with  a  disability. 

'Cost  is  not  the  issue,"  says  Smith, 
refuting  myths  that  barrier-firee  homes  are 
too  expensive  to  build.  "The  issue  is 
habit— what  builders  are  willing  to  do  and 
what  the  public  is  willing  to  demand  and 
ask  for." 

Although  Concrete 
Change  has  no  formal  mem- 
bership. Smith  says  hundreds 
of  people  around  the  country 
are  either  using  its  concepts 
or  starting  their  own  Con- 
crete Change  chapters. 

"This  is  about  action," 
Smith  says.  "If  you  walk 
away  from  a  builder  who 
won't  build  a  wider  bath- 
room, tlien  you're  a  part  of 
Concrete  Change." 

—M.S.M. 
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LIVING  AND  LEARNING 
IN  THE  COMMUNITY 

With  its  unique  model,  The  Evergreen  Center  has  a  history  of  successfully 
transitioning  students  to  less  intensive  community  settings. 

Evergreen  students  live  in  actual  community  settings  traveling  to  and  from 
school  each  day  through  the  Blackstone  Valley  (MA)  countryside.  With 
trained  professionals,  they  learn  basic  skills  in  the  classrcxim,  in  the 
community  and  in  their  residence. 

Students  receive  vocational  training  and  experience  real  work  opportuni- 
ties. Students  are  supported  with  behavior  development  programs,  medical 
and  family  services,  and  physical,  speech,  or  occupational  therapy. 

Our  Students'  Challenges 

•  Autism  •  Hearing/Sight  Impairment 

•  Mental  R  (ardation  •  Severe  Maladaptive  Behavior 

•  Physical  I>..,ability 

The  Evergreen  Center  is  a  licensed,  private,  non-profit  residential  school 
offering  students  and  their  femilies  from  across  the  country'  and  abroad 
residential  programming  12  months  a  year.  For  more  information  call  or 
wTite  Robert  F.  Littleton,  Jr.,  Executive  Director. 


EVERGREEN  CENTER 

345  Fortune  Blvd.,  Milford,  Massachusetts  01757 
1-508-478-5597 


Circle  #27 


^0V[(;  ScfiooC 

For  Children  With  Cerebral  Palsy 

Serving  children  with  multiple  disabilities  resulting  from 
cerebral  patsy  or  traunratic  brain  injury  who  need  compre- 
hensive, individually  structured  programs  that  include: 

•  Physical  Therapy        •  Special  Education 

•  Occupational  Therapy  '  ^"^'^  Therapy 
„      ^     ^  '  Special  Medical 

•  Speech  and  Attention 
Language  Therapy 

•  Communication  Aids 


•  Adapted  Recreational 
Activities 

HMS,  open  to  students  two  to  21  years,  offers  all  of  these 
serv'ces  and  more.  The  experienced  staff  and  well-respected 
consultants  provide  strong  interdisciplinary  programs  f  orday 
and  residential  students  at  the  licensed  private  school. 

For  more  information  write  or  caU : 
Diane  L  Gallagher,  Director 

HMS  School  for  Children  with  Cerebral  Palsy 
4400  Baltimore  Avenue,  Philadelphia,  PA  19104 
(215)222-2566 
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Recommended  Lengths 

for  Low  Rises 

Length  of  slope 

Rise 

or  ramp 

'/"or  less 

Acceptable  threshold 

height;  no  slope  necessary 

1 1nch 

3  Inches 

2  Inches 

6  Inches 

4  inches 

ll^feet 

5  Inches 

2  feet 

6  inches 

S'AteeX 

7  Inches 

5^  feet 

8  Inches 

7  feet 

9  Inches 

8  feet 

10  Inches 

9  feet 

1 1 1nches 

10  feet 

12  Inches  or  more 

1  foot  per  Inch  of  rise 

Whether  it's  a  sidewalk,  a  bridge  or  a  ramp,  its  sur- 
face should  be  level  side  to  side  so  it  does  not  tilt  the 
user.  Most  building  codes  require  railings  if  a  structure 
is  more  than  eight  inches  above  the  ground.  If  railings 
aren't  required,  2  x2s  nailed  along  the  outside  edges  of 
ttie  ramp  or  walkway  can  prevent  wheels  from  rolling 
off  the  side. 

The  route  from  the  street  or  driveway  to  the  no-step 
entrance  must,  like  the  incline  or  walkway,  be  no 
steeper  than  1:12. 
Even  when  grading 
is  done  with  access 
in  mind,  sometimes 
a  steep  lot  requires 
a  driveway  much 
steeper  than  1:12. 
In  that  case,  some- 
one can  at  least 
arrive  by  car  or  be 
helped  up  the  dri- 
veway and  then 
enter  the  house  by 
means  of  a  level  or 
gentle  slope  leading 
from  the  driveway 
to  the  entrance. 

Unless  the 
incline  is  extremely 
gradual  (at  least  20  feet  long  for  every  foot  of  rise),  it 
must  end  in  a  level  platform  so  that  a  wheelchair  user 
can  open  the  door  without  struggling  to  keep  from 
rolling  backward  down  the  incline.  A  garage  floor,  side- 
walk or  porch  can  serve  as  the  platform. 

Ramps:  Design  Considerarions 

When  designing  a  ramp,  keep  in  mind: 

•  A  ramp  does  not  have  to  stick  out  at  right  angles  from 
the  house.  Often  the  best  route  is  a  ramp  that  runs  par- 
allel to  the  side  of  the  house  and  ends  in  a  level  plat- 
form as  in  the  porch.  A  ramp  parallel  to  the  house  is 
often  the  easiest  way  to  take  advantage  of  the  natural 
lay  of  the  land  so  that  the  ramp  can  be  as  short  as  possi- 
ble and  still  be  gentle  enough. 

•  A  ramp  does  not  have  to  begin  at  the  point  closest  to 
the  wheelchair  user's  t^proach.  The  person  can  travel  a 
few  yards  farther  to  get  to  the  impropriate  beginning 
point  of  the  ramp.  The  ramp  should  generally  start  on 
the  highest  point  of  land  near  the  entranci;  at  which  it  is 
practical  to  construct  a  ramp. 

•  When  evaluating  the  best  place  to  add  a  ramp,  ask: 
Can  an  existing  porch  rail  be  cut  out?  Can  existing 
bushes  be  removed  and  replanted  along  the  ramp? 

Eleanor  Smith  is  the  foimter  of  Concrete  Change,  an 
Atlanta-based  vohmteei' organization  fighting  for  uni- 
versal basic  arc3ss  to  Iwtises. 
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Dental  Care  for  Children  with  Disabilities 

A  Visit  to  the  Dentist 


by  Steven  P.  Perlman 


Part  Three 


Regular  professional  cleaning  and 
dental  treatment  are  important  for 
preventing  dental  problems.  This  is 
especially  true  for  children  with  dis- 
abilities who  may  be  at  greater  risk 
of  dental  disease  because  of  oral 
conditions  related  to  a  specific  dis- 
ability, physical  limitations  which 
interfere  with  oral  hygiene  or  the 
use  of  medications  that  may  cause 
decreased  saliva  flow  or  gum 
inflammation.  Children  with  dis- 
abilities may  require  more  frequent 
dental  visits  than  children  who  do 
not  have  disabilities— possibly  four 
times  a  year  depending  on  the 
child's  needs. 

Finding  the  Right 
Dental  Office 

Some  dentists  are  trained  to  treat 
children  with  special  needs.  Call 
your  local  dental  society — the 
number  is  in  the  phone  book — for 
a  referral  to  a  nearby  dentist  who 
treats  children  with  disabilities. 
Other  resources  are  listed  at  the 
end  of  this  article. 

The  dental  office  that  you  select 
should  be  "prevention-oriented." 
An  office  with  this  orientation  wUl 
usually  have  a  registered  dental 
hygienist  who  specializes  in  pre- 
venting gum  disease  and  tooth 
decay.  The  dental  staff  also  should 


practice  infection-control  precau- 
tions for  all  patients,  meaning  den- 
tists and  hygienists  should  wear 
gloves,  protective  eyewear  and 
masks. 

Before  making  an  initial  E^point- 
ment  for  your  child,  you  may  want  to 


Scnnetimes,  Mom's  lap  is  the  best  seat.  This  is  om 
way  a  parent  can  provide  gentle  restraint  along  with 
a  reassuritig  presence  to  help  manage  a  smail  child's 
belmvior  during  dental  treatment. 


Steven  P.  Petiman,  D.D.S.,  M.Sc.D., 
specializes  in  dental  care  for  children 
with  disabilities.  In  addition  to  his 
private  practice,  he  teaches  pediatric 
dentistry  at  the  BosUm  University 
Goldman  School  of  Graduate  Den- 
tistry and  serves  as  vice  president  of 
the  Academy  of  Dentistry  for  Persons 
with  Disabilities.  Dr.  Periman  also 
devotes  much  energy  and  time  to  the 
Special  Olympics  as  clinical  director 
of  their  "Special  Athletes,  Special 
Smiles" program.  Dr.  Petiman  lives  in 
Swampscott,  Massachusetts. 


discuss  the  child's  special  needs  with 
office  staff  This  is  the  time  to  talk 
about  seating,  positioning  and  access 
issues.  You  may  want  to  ask  if  some- 
one is  available  to  assist  you  if  neces- 
sary when  arriving  or  leaving.  You 
may  also  have  questions  about  park- 
ing or  public  transportation.  It  is  a 
good  idea  to  visit  the  dental  office  by 
yoiuseLF,  before  the  child's  first 
appointment. 

You  may  also  want  to  ask  for  sug- 
gestions about  preparing  the  child  for 
a  visit  to  the  dentist.  Usually,  it  helps 


to  reduce  fears  of  the  I'nknown  and 
increases  cooperation  when  children 
know  what  to  expect  in  a  situation 
with  a  new  professional. 

The  First  Appointment 

At  the  first  appointment,  the  dental 
hygienist  or  dentist  should 
take  the  child's  complete 
medical  and  dental  health 
histories.  They  need  to 
know  if  the  child  is  cur- 
rentiy  under  a  doctor's  care. 
They  also  need  to  know 
about  any  medications  the 
child  takes  on  a  regular 
basis. 

After  a  health  history  is 
taken,  a  dental  professional 
should  give  the  child  a  thor- 
ougli  head-and-reck  exami- 
nation. This  will  include 
examination  of  the  child's 
teeth  and  gums.  If  neces- 
sary—  and  possible — x-rays 
will  be  taken  at  this  time. 

Before  any  treatment  is 
started,  you  should  be  told 
what  was  found  during  ihe 
exam,  what  treatment  will 
be  needed,  how  many 
appointments  need  to  be 
scheduled  and  approxi- 
mately how  much  it  will 
cost.  This  is  a  good  time  to 
  ask  questions  or  voice  con- 
cerns. 

The  dentist  or  hygienist  should 
spend  some  time  during  the  Qist 
appointment  discussing  ways  to 
improve  the  child's  oral  health.  The 
dental  professional  can  advise  about 
the  chUd's  needs,  including  nutrition, 
and  can  show  you  the  best  way  to 
clean  the  child's  teetli  at  home.  The 
dentist  may  also  recommend  addi- 
tional protection  against  cavities 
such  as  fluoride  and  sealant  treat- 
ments. (Fluorides  protect  the  sides  of 
Uie  teetii.  Sealants  are  tliin  plastic 
coatings  that  cover  and  seal  the 
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chewing  surfaces  of  the  back  teeth. 
Together,  fluorides  and  sealants  are 
highly  effective  against  cavities. 
Sealants  are  used  only  on  permanent 
teeth,  so  they  are  not  recommended 
for  children  imder  the  age  of  six.) 

It  is  important  that  the  ofBce  staff 
be  "right"  for  your  child.  Make  deci- 
sions based  on  the  actions  of  the 
dentist,  dental  hygienist  and  other 
personnel  in  the  office  and  the  way 
the  child  reacts  to  these  individuals. 
Does  the  dentist/hygienist 

•  Allow  time  for  the  child  to  familiar- 
ize himself  with  the  environment 
and  become  comfortable? 

•  Spe£ik  to  the  child  E^propriately — 
using  simple  language  if  neces- 
sary? 

•  Calm  the  child  by  using  a  pleasant, 
reassuring  voice? 

•  Praise  the  child  when  praise  is 
appropriate? 

•  Introduce  actions,  instruments  and 
procedures  slowly? 

•  Provide  motivation  to  brush  and 
cooperate  at  home? 

•  Appear  confident  and  comfortable 


in  his  or  her  approach  to  the  child? 

Tips  for  Success 

When  making  an  appointment, 
remind  the  office  staff  if  special 
considerations  are  required  due 
to  your  child's  disability. 
Schedule  visits  at  times  when  the 
child  is  least  tired  and  less  likely 
to  be  irritable. 

Call  the  office  before  you  leave  for 
your  appointment  to  find  out  if  the 
day's  E^pointments  are  running  on 
schedule.  This  can  help  avoid 
unnecessary  waiting. 
Arrive  on  time. 

Be  organized:  Bring  the  names, 
addresses  and  phone  numbers  of 
other  professionals  involved  with 
the  child.  Know  the  names  and 
dosages  of  any  medications  the 
child  is  using. 

Don't  feel  embarrassed  by  the 
child's  behavior  or  other  aspects 
of  his  or  her  disability.  Your  child 
has  the  same  right  to  good  dental 
care  as  any  other  child. 
Ask  questions  about  terms  or 


A  father  (foreground)  holds  his  son's  hand 
down  while  one  hygenist  provides  additional 
restraint  and  another  cleans  the  boy's  teeth. 


^5^3  IDerkshire 
 ^J^Jeadows 


is  a  private,  non-profit 
year-round  residential  school 
for  children  and  adolescents 
who  are  developmentally 
delayed  and  may  be  multiply 
disabled. 


w: 


''e  beUeve  that 
everyone,no  matter 
how  severely  disabled  or 
mentally  retarded,  can  make 
progress,  and  that  through 
careful  assessment  of  all 
aspects  of  development, 
considered  planning  and 
teaching,  round-the-clock  structure,  and  a  nurturing  environment, 
young  people  can  achieve  their  maximum  potentiai. 


Beautiful  campus  in  the  heart  of  the 
Berkshire  hills,  with  cheery,  comfortable  semi- 
private  rooms 

Innovative  learning  center  with  unique,  year- 
round  curriculum 

Hydrotherapy  in  an  indoor  therapy  pool 
and  hubbard  tank 

Augmentative  communication  systems 
developed  along  with  total  communication 

Intensive  physical  therapy 

Around-the-clock  advanced  medical  care 

Functional  Communication  used for  an  advanced 
approach  to  behavior  management 

Associations  with  leading  specialists  and  major 
medical  centers  throughout  the  country 

Parent  association  andopen-doorvisiting  policy 

Gail  W.  Charpenlier.  Executive  Director 
Berkshire  Meadows 
249  North  Plain  Road,  Housatonic. 
MA  01236  (413)528-2523 
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A  ■  . 
scientific  breakthrough 
in  dental  hygiene 


THE  AUTOMATIC  TQOTHBRUSH 


VISA      tflSCOVER,  AMEK  or  $mid  ehtck 
ormohtyortferto: 
Onlgima  USA,  Inc.  , 

BtnifyHilk.CAmiO 


procedures  you  do  not  understand. 
•  Provide  information  about  previ- 
ous procedures  or  techniques 
which  have  helped  your  child  coop- 
erate or  made  him  less  cooperative. 

Helping  Children  Cooperate 

Usually  because  they  are  fearful 
and/or  do  not  understand  why  the 
dentist  is  doing  things  to  them,  chil- 
dren can  have  difficulty  being  coop- 
erative— and  this  makes  it  difficult, 
or  even  impossible,  to  provide  high 
quality  dental  care.  Behaviors  that 
may  interfere  include  hyperactivity, 
resistive  movements  and  refusal  to 
open  mouth  or  keep  it  open  long 
enough.  Some  children  become  phys- 
ically resistant  to  treatment;  they 
may  kick,  scream  or  grab  the  den- 
tist's hands  and  instruments. 

Sometimes,  children  also  have 
physical  limitations  that  make  dental 


A  portion  of  this  article  has  been 
adapted  with  permission  from  mate- 
rials originally  published  by  Johnson 
&  Johnson  Dental  Care  Compcny. 


••Mi.-.,- 


The  Papoose  Board  is  a  testraining 
device  that  provides  stabilization  and 
protection  to  the  patient.  This  device 
limits  movenumts  that  the  chUd  may 
be  unable  to  control  and  allows  the 
dental  professioncU.  to  work  safely  and 
efficiently. 

treatment  more  difficult.  Some  chil- 
dren cannot  open  their  mouth  wide 
enough  or  hold  it  open  long  enough. 
Uncontrollable  movements  can  also 
interfere  with  dental  treatment 

Dentists  commonly  use  several 
techniques,  sometimes  called  behav- 
ior management  techniques,  to  gain 
the  cooperation  of  child  patients,  to 
control  disruptive  behavior  or  to  pre- 


vent patients  from  causing  iiyuiy  to 
themselves  due  to  uncontrollable 
movements.  The  dentist  should  dis- 
cuss this  subject  with  parents  before 
treatment  begins.  The  following  rec- 
ognized techniques  may  be  used  indi- 
vidually or  in  combination  depending 
on  the  child's  needs: 
Tell-Show-Do:  Children  have  less 
anxiety  when  they  know  what  to 
expect  With  this  technique,  the  den- 
tist uses  simple  words  to  tell  the 
child  what  is  to  be  done.  Then,  the 
dentist  uses  a  model  to  demonstrate 
the  procedure.  After  "telling"  and 
"showing,"  the  dentist  performs  the 
procedure.  The  child  is  praised  when 
he  cooperates. 

Positive  reinforcement:  This  tech- 
nique rewards  the  child  who  displays 
any  desirable  behavior  Rewards  may 
include  praise,  compliments,  a  pat  on 
the  back,  a  gentle  hug  or  a  prize. 
Voice  control:  When  a  child  exhibits 
disruptive  behavior,  the  dentist 
regains  his  or  her  attention  by  using 
an  abrupt  chpjige  in  tone  or  volume 
of  voice.  What  the  dentist  says  is  less 


*  Improves  coordination, 
postural  control  and 
muscle  tone. 

*  Provides  independence. 

*  Secured  in  center  v.-ith 
belt  or  seat. 

*  Trade-in  policy. 

*  S,M,L 

*  Covered  by  most 
insurance  companies. 


THE  WATER  WALKER 


Prone  or  supine  support. 

Contour  lines  that  allow 

use  of  arms  and  legs. 

Straps  to  secure  person 

on  float.  M  * 

Pillow  for  head  support. 

S.M.L 


AQUATIC  THERAPY  FLOAT 


Contact: 

AQUATIC  THERAPY 

1903  East  B  Avenue 
Plainwell,  MI  49080 
(616)  349-9049 


Hey  Mom,  Now  There's 
A  Break  From  the  Weather 


The 


TM 


WeatherBreaker 

A  COLUPSIBLE  CANOPY  FOR 
WHEELCHAIRS/SCOOTERS 

•  Protects  your  child 
from  the  rain 

•  Shades  your  child 
from  the  sun 

•  Fits  all  wheelchairs 

•  Mount  it  once,  then  put  it  on 
ortak3  It  off  in  a  snap 

Call  your  local  dealer  today! 
or  order  direct 

800-795-2392 

The 

WeatherBreaker"^     Base  Model  $i  15.00 

When  1 . }  -anufacturer  and  model  of  Wheel  Chair/Scooter 
Ordering  2.  Choice  of  teal  green,  navy  blue,  cranberry  red  or  charcoal  gray 
Include:  3.  Side  windows  add  $20.00,  Rear  window  add  $10.00 

Checks  -  Money  Orders  -  Credit  Cards  Accepted 
DiESTCO  Manufacturing  •  P.O.  Box  6S04  •  Chho,  CA  95927 

Quality  Guaranteed  •  Made  In  the  USA 
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important  than  the  sudden  nature  of 
the  voice  change. 
Hand-over  mouth  exercise:  The 
dentist  tells  a  child  who  is  screaming 
that  he  is  going  to  place  his  hand 
over  the  child's  mouth.  When  the 
dentist  has  placed  his  hand  over  the 
child's  mouth,  he  speaks  directly  into 
the  child's  ear  and  tells  the  child  that 
if  the  noise  stops,  he  will  remove  his 
hand.  When  the  child  stops  scream- 
ing, the  dentist  removes  his  hand 
from  the  child's  mouth  and  the  child 
is  praised  for  cooperating.  If  the  child 
begins  screaming  again,  the  exercise 
is  repeated.  At  no  time  is  the  child's 
airway  restricted.  It  is  important  to 
emphasize  that  this  technique  is 
never  used  as  a  punishment,  but  as  a 
means  of  gaining  the  child's  attention 
and  encouraging  cooperation. 
Mouth  prop:  This  is  a  device  that  is 
placed  in  the  child's  mouth  to  pre- 
vent involuntary  mouth  movements 
or  accidental  closing.  This  prevents 
iryury  and  allows  jaw  muscles  to 
relax  for  ease  of  swallowing  so  the 
dental  professional  can  complete  the 


procedures  safely  and  etflciently. 
Physical  restraint  by  dentist  or 
assistants:  Dental  staff  restrain  the 
child  from  undesirable  movement  by 
holding  down  his  hands  or  upper 
body,  stabilizing  his  head  and/or  con- 
trolling his  leg  movements. 
Papoose  Board:  This  is  the  most 
common  of  several  safety  devices 
used  to  limit  disruptive  movement. 
The  Pj^oose  Board  prevents  ii\jury 
and  enables  the  dentist  to  safely  pro- 
vide the  necessary  treatment 

Hospital  Dentistry 

For  some  children  with  medical 
complications  or  in  rare  instances 
where  conscious  sed£itions  are  inef- 
fective, a  child's  dental  treatment 
may  be  accomplished  in  a  hospital 
operating  room  under  general  anes- 
thesia. But  because  general  anesthe- 
sia may  be  considered  a  risky 
procedure  itself,  its  use  should  be 
considered  only  as  a  last  resort. 
Often,  a  combination  of  behavior 
management  techniques  can  be  an 
alternative  to  general  anesthesia. 


Other  Resources 

If  you  need  additional  information 
or  help  in  locating  a  dentist  who 
works  with  children  who  have 
disabilities,  several  groups  may 
help  you: 

Academy  of  Dentistry  for 

Persons  with  Disabilities 
211  East  Chicago  Ave. 
Chicago,  IL  60611 
(312)  440-2660 

American  Acaden^  of 
Pediatric  Dentistry 
211  East  Chicago  Ave. 
Chicago,  IL  60611 
(312)  337-2169 

American  Dental  Association 
211  East  Chicago  Blvd 
Chicago,  IL  60611 
(312)  440-2500 

American  Dental  Hygienists' 

Association 
444  N.  Michigan  Ave-,  Ste  3400 
Chicago,  IL  60611 
(800)  243-2342 


Quality  Incontinent  Care  Products 

Help  keep  skin  dry 
and  provide  outstanding  leakage 
protectioni 

Protection  For  All  Your  Needs 

from 

ARC  Horn*  Health  Products 


•  Full  line  of  products  in  stock 

•  UPS  deliveries  to  your  door 

•  No  ( dd-on  shipping  &  handling  charges 
•  Personal,  knowledgable  service 

•  VISA/Mastercard  accepted 

Your  satisfaction  is  our  concerni 
CalLUsl 

1-800  278-8595 
for  mor»  Moimttlon 


CI 


Ultn  Aticndt  Snch 


3j 

Antndi  Wjihilotlii 


ARC  Home  Health  Product* 
RRir4  Box  161  •  Oneonta,  New  York  13820 

An  AfHrmtHn  Entttp'l'*- 
providing  Jobs  tor  pooph  with  dlMMMtht. 


AttmbaBndi 
AnMlelnYoulli 


SAI^  BUY  BULK 


Awndb  boot  Pads 


Bridss,  Sticks,  &  Crayons?? 

Child  Care  facilities  have  become  a  necessity  for 
businesses  of  all  kinds.  Womv.u  today  consitute 
over  50  percent  of  the  nation's  workforce,  making 
on-site  day  care  a  facility  every  corporation, 
municipality,  university  or  hospital  needs. 

GSGSB/H,  a  Hillier  Group  Company,  is  a  fully 
comprehensive  architectural,  engineering  and 
planning  firm  that  provides  all  the  professional 
services  for  the  design  of  successful  child  care 
facilities. 

■  Special  designs  for  disabilities 

■  Innovative  constuction  technology 

■  State-of-the-art,  expandable  designs 

■  Customized  landscaping  &  playground  design 

■  Safe,  affordable  and  durable 


A  Hillier  Group  Company 
1212  South  Ablngton  Road 
Clarks  Summit,  PA  18411 
717/586-4000 
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Any  Occasion 
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Holiday  Favorites 
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Business  Luncheons 
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Specialty  Chocolates 
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Birthday  Parties 
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Special  Party  Box 


ENNIFER'S 
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Children's  Specialized  Hospital  is  dedicated  exclusively  to 
serving  the  special  needs  of  children  and  adolescents. 

•  Child  Study  Team 

•  Learning  Disabilities 

•  Attention  Deficit  Disorder 

•  Early  Intervention  /  Prc-School 

•  Speech  and  Hearing 

•  Psychological  Services 

•  Pehab  Technology 


•  Occupational  Therapy 

•  Physical  Therapy 

•  Cognitive  Remediation 

•  Day  Hospital 

•  Recreational  Therapy 

•  Augmentative  Communication/ 
Computer  Evaluation 

•  Nutritional  Counseling 


Children's 
Specialized 
Hospital 

mountainsim;  •  fanwxm)  •  toms  river 

Rir  infomution  in  North  Jttscy  call  (908)  233-3720  &i.  8429  or  8439 
Por  infomulion  in  Ccniral  and  South  JcRey  call  (908)  914-1100  E>i.706 

Chiklrcns  Specialiod  Hospital  was  among  5*  of  the  nalion'shospitals  last  year 
awwicd  '  Accreditation  with  Commendalkm''  -- the  highest  diainctionawanled 
by  the  Mm  Commission  on  Acciediltlion  of  Hctlthcaie  Oiganizalions. 
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7^  Home  8Q  Own 

1  oQ  Apartment     1 1  □  Own 


9G  Rent 
12Q  Rent 


D.  In  all,  how  many  automobiles  do  you  and  others  in  your 
household  own  or  lease? 

^□One  uGTwo  i5Q  Three  or  more 

E.  Do  you  plan  to  purchase  a  product  or  service  advertised  in 
Exceptional  Parent  within  (check  one): 

16Q  one  month  i8G  nine  months 

17Q  three  months  i9Q  one  year         7  ■;•  ■ 


Issue  Date:  October  31,  1994 
Expiration  Date:  January  31,  1995 
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Market  Place 


Massachusetts 


Ross'  Bibs— HzGOv  Inc. 

PO  Box  5642,  Asheville,  NC  28813 
Call  (704)  274-0075 
Bibs  are  made  of  machine  wash- 
able, heavy  duty  vinyl.  Large  child 
size  is  $1 3.95;  small  adult  size  is 
$15.95;  plus  $2.00  shipping.  Call  for 
more  information. 


Bulletin  Board 


UNCS-BBSC/OPHP 

535  Race  Street,  #140 
San  Jose,  CA95126 
(408)  294-6933  BBS 
(408)  288-5010  Voice 
Electronic  bulletin  board  housing 
hundreds  of  resources  for  families 
and  prof,  caring  for  children  with 
special  needs.  Resource  directory, 
file  database,  Intemet  mail  and 
more!  No  on-line  charges.  Settings: 
N-8-1 ,  up  to  1 4,400  baud,  24 
hours. 


Child  Care 


WoiUng  SoiuUons 

51  E.  42nd  Street,  Ste.  1511 
New  York,  NY  10017 
(212)922-9562 

Agency  that  specializes  ir.  placing 
professional  nannies  to  work  with 
children  who  have  special  needs. 
NY,  NJ  &  CT 


Cribs  &  Youth  Beds 


HARD  Manufacturing 

230  Grider  Street 

Buffalo,  NY  14215 

(800)  USE-HARD 

The  #1  mfg.  sets  the  standard  for 

safety  in  hospitals.  216  colorfi.' 

models  available.  HARD  will  adapt 

products  to  meet  your  special 

requirement. 


Equipment  Dealers 


Atlantic  Rahab.,  inc. 

81  RumfordAve. 

Waltham,  MA  02254-9055 

(61 7)  894-0069 

Atlantic  Rehab,  specializes  in 

Pediatric  Mobility  and  Seating. 

Sales  and  Service.  Please  call  for 

more  information. 


Maryland 


Ctioice  Seating  ft  Rahab 

501  North  Centre  Street 
Cumberland,  MD  21502 
(800)  327-8713  /  (301)  722-6300 
Serving  Western  MD,  SW  PA,  and 
adjacent  WVA.  Custom  W/C,  home 
&  van  lifts,  electric  scooters,  PT  & 
OT  on  staff.  Sales  and  service. 


National 


Anwrican  Discount  Modicai 

SAVE  $250  on  Tri-Stander  or 
Chameleon.  Equipment  and  sup- 
plies discounted  to  50%.  Call  800- 
877-91 00  for  free  brochure. 


To  place  an  ad,  contact 
Barbara  Nastro  at 
(201)680-4874 


ERIC 


New  Jersey 


Haattti  Science,  inc. 

418  Wall  street,  Princeton,  NJ  08540 
(609)  924-7616  &  (800)  841-8923 
Authorized  Dealer  for: 
Ablenet  •  Abovo  •  Ability  Research 

•  Cannon  •  Franklin  •  Innocomp 

•  IntelliTools  •  Mayer-Johnson 

•  MultiVoice  by  lAT  •  Tash  •  Tiger 

•  Toys  for  Special  Children 
Take  advantage  of  our  leaner, 
leasing  and  discount  program. 


New  York 


Dowd  Medical 

1010  Main  Street 
Buffalo,  NY  14202 
(716)883-8188 

Dowd  has  been  serving  the  area 
since  1930.  For  personal  service 
and  quality  equipment  call  Dowd. 


Incontinence 


Access  Medical  Supply 

2006  Crown  Plaza  Drive 
Columbus.  OH  43235 
(800)  242-2460 

Attends  Youth  Briefs  fits  children 
35-75  lbs.  $51 .95/cs  (96),  Free 
Delivery.  Also— Depend,  Serenity, 
other  items.  Manufacturer's 
coupons  accepted.  Free  Catalog! 


Summers  Laboratories,  inc. 

Collegeville,  PA  19426 
(800)  533-SKIN  (7546) 
Triple  Paste^"  for  diaper  rash  and 
chronic  irritation.  Used  at  leading 
children's  hospitals.  Available  with- 
out prescription.  Call  now  for  free 
treatment  information.  


Put  Your  Honey  in  a  Gunny 

The 

GUNNfSACir 

Lap,  Leg  and  Feet  Cover 

•Reece  lined  for  warmth 
•  100%  waterproof 
To  Order  Call 

800-785-2392 

DIESTCO  Manufacturing 

'P.O.  Box  6504  •  Chlco.  CA  95927 


Software 


Incon  i>roducts  Company 

509  West  9th  Street 
S.  Sioux  City,  NE  68776 
Fax  (402)  494-1744 
We  carry  a  full-line  of  reusable  dia- 
pers and  pull  over  plastic  pants. 
Available  in  all  sizes.  Write  for  more 
information  and  FREE  brochure. 


IVIonitoring  Systems 


UCLA  Microcomputer  Proiect 

1 000  Veteran  Avenue/Rm  23-1 0 
Los  Angeles,  CA  90024 
(310)825-4821 

Catalog  of  dev.  appropriate  software 
for  children  w/disab.  1 8  mths-5  yrs. 
Apple,  Mac,  IBM,  cause/effect,  game 
format,  basic  preschool  concepts 


Toys  &  Hobbies 


AntonI  Toys  and  Products 

1  -800-826-8664 

One-piece  underwear  up  to  80  lbs, 
hand-made  "Reality  Dolls",  books 
on  computer  disk,  educational 
books,  colorful  toys,  spoons  &  cups, 
diapers,  balls,  video  tapes  and 
more!  Call  for  a  free  catalog.  

TFH(USA)LTD. 

4449  Gibsonia  Road 
Gibsonia,  PA  15044 
(412)  444-6400 

FREE  CATALOG!  Fun  and  achieve- 
ment products  for  children  with 
special  needs.  Call  or  write  for  more 
information 


BOOKS,  AUDIO/VIDEO 
&  EDUCATIONAL  MATERIAL 


Free  Booii  Catalog:  Tlu  1994 
SpociaHloods  CoHecUon 

features  a  collection  of  valuable 
books  for  parents  on  Down  syn- 
drome, CP,  Autism,  Tourrette  syn- 
drome, Mental  Retardation,  Special 
Education  and  more.  Woodbine 
House  Contact:  561 5  Fishers  Lane, 
Rockville,  MD  20852, 
(800)  843-7323. 


Audiotapes 


xutHe  Bits  of  Rainbow" 

12  original  songs  in  the  Judy  Collins 
tradition,  for  pa-ents  of  children  with 
special  needs.  By  Marianne  Kallen. 
Cassette  only,  $1 1 .95,  P.O.  Box 
1393,  Highland  Park  IL  60035 


Books  for  Parents 
and  Professionals 


Care  Electronics 

5741  Arapahoe  Rd.,  Suite  2A 
Boulder,  CO  80303 
(303)  444-CARE  (2273) 
WanderCARE  Systems  notify  care- 
givers when  their  wanderer  leaves 
home.  Locate  them  up  to  ONE  MILE 
away.  FREE  catalog! 


Videotapes 


Interax  Video 

sign  Language  Course 

Illustrates  1200-^  signs  based  on 
ASL.  Six  videos  with  6.5  hrs. 
Graphics  provide  reference  of  equiv- 
alent English  word.  Free  Brochure. 
$199  {-^$4.50  s&h).  Interax  Training, 
'nc,  PO  Box  473106,  Gariand,  TX 
75047-3106,  (800)  242-5583. 


VAN  CONVERSION 
0£ALERS 


Connecticut 


Turtle  Books 

Provide  a  bridge  of  understanding  for 
your  children  with  disabilities,  their  sib- 
lings &  friends.  Send  for  a  FREE  Turtle 
Book  brochure  to  Jason  &  Nordic 
Publishers,  PO  Box  441 , 
Hollidaysburg,  PA  1 6648.  Call  (81 4) 
696-2920  or  FAX  (814)  696-4250. 


Catalogs 


Drive-Master,  bK. 

9  Spielman  Road,  Fairfield,  NJ  07004 
(201)  808-9709 

Full  service  mobility  center:  raised 
tops/doors;  drop  floors;  custom  dri- 
ving equipment;  distributors  for 
Mobile  Tech.,  Crow  River  lifts, 
Ricon,  IMS,  EZ  Lock,  and  EMC 
touch  pad  systems.  41  yrs.  of  ser- 
vice to  the  disabled  community. 
Please  call  for  more  information. 
NMEDA  member. 


Indiana 


Free— The  NEW  Special  Needs 
Proitd  Book  Catalog 

The  best  books  from  all  publishers 
about  disabilities.  Comprehensive 
resources  for  parents,  children  &  pro- 
fessionals. Special  Needs  Projcsct, 
3463  State  Street,  Santa  Barbara,  CA 
93105,(800)333-6867. 


Forward  Motions 

214  Valley  street 
Dayton,  OH  45404 
(513)222-5001 

Full-size/Mini-Van  modifications, 
new/used  lifts,  drop  floor,  raised 
roof,  lockdowns,  driving  equip. 
NMEDA  memtier.  Owned  by  person 
with  disability.  


Kentucky 


Fonvard  MoUons 

214  Valley  street 
Dayton,  OH  45404 
(513)222-5001 

Full-size/Mini-Van  modifications, 
new/used  lifts,  drop  floor,  raised 
roof,  lockdowns,  driving  equip. 
NMEDA  memtier.  Owned  by  person 
with  disability. 
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ITS  MORE  THAN  JUST  A 

STROLLER 


Ohio 


Bo 


Association 
A  V  of  Birth 

Defect 
Ciieldren  (HBDC) 
is  your  link  to 
parent  partners, 
birtii  defect 
information, 
newsletters,  fact 
siieets,  and  support 
referrals.  Link  with 
families  of  children  with 
similar  disabilities  through 
HBDC's  National  Birth  Defect 

Registry. 

To  receive  a  free  parent 
matching  registry  packet  and 
information  about  HBDC's  other 
projects  and  services  call: 

1 -800-31 3-IIBDC 
(24  hours  a  day) 


ERiO 


0853  During  the  Combined  Federal 
Campaign  in  your  worlcplace. 


circle  #218 
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Its 

Discovering 
Together 

Its 

Sharing  the 
Experience 


FOnvard  MoOons 

214  Valley  Street 
Dayton,  OH  45404 
(513)  222-5001 

Full-Size/Mini-Van  modifications, 
new/used  lifts,  drop  floor,  raised 
roof,  lockdowns,  driving  equip. 
NMEDA  member.  Owned  by  person 
with  disability. 


Its 
Finding 
Access  to 
the  World! 


Adaptive  Positioning  Hardware 
Bacicpacic,  Extending  Handle,  Climbs  Steps 
Quick  Release  Axles,  Folds  Flat 


.\lii'ii!lM:ii:it:H>\  >ku«'4-.  ,\  liiiiuU-' liny  .luiH  oii  Miplur 

1-800-487-9652 


New  Jersey 

Areola  Moiiility 

51  KaroRoad 
Carlstadt,  NJ  07072 
(201)  507-8500/(800)  ARC017\-1 
New-Used-Trade-Lease-Buy.  Full 
sized,  mini,  rear  and  side  entry.  We* 
carry  products  from  the  following 
manufacturers:  Braun,  KneeKar, 
Vantage,  Ricon,  and  Pici<-A-IJft.  If 
we  don't  have  it,  we'll  find  it! 
Financing  is  available.  NMEDA 
Member.  Please  call  for  more  info. 

Drive-Mastar,  Inc. 

9  Spielman  Road,  Fairfield,  NJ  O70O4 
(201)808-9709 

Full  service  mobility  center,  raised 
tops/doors;  drop  floors;  custom  dri- 
ving equipment;  distributors  for 
Mobile  Tech.,  Crow  River  lifts, 
Ricon,  IMS,  EZ  Lock,  and  EMC 
touch  r)ad  systems.  41  yrs.  of  ser- 
vice to  the  disabled  community. 
Please  call  for  more  information. 
NMEDA  member. 

New  York 

Areola  Mobility 

51  Karo  Road 
Carlstadt,  NJ  07072 
(201)  507-8500/(800)  ARC0U\-1 
New-Used-Trade-Lease-Buy.  Full 
sized,  mini,  rear  and  side  entry. 
We  carry  products  from  the  follow- 
ing manufacturers:  Braun,  KneeKar, 
Vantage,  Ricon,  and  Pick-A-Lift.  If 
we  don't  have  it,  we'll  find  it! 
Financing  is  available.  NMEDA 
Member.  Please  call  for  more  info. 

Dflva-Mattai,inG. 

9  Spielman  Road,  Fairfield,  NJ  07004 
(201)808-9709 

Full  service  mobility  center,  raised 
tops/doors;  drop  floors;  custom  dri- 
ving equipment;  distributors  for 
Mobile  Tech.,  Crow  River  lifts,  Ricon, 
IMS,  EZ  Lock,  and  EMC  touch  pad 
systems.  41  yrs.  of  service  to  the 
disat)led  community.  Please  call  for 
more  information.  NMEDA  member. 


Tri-State  Nobility 
EquiiNiientCo. 

940  Cleveland  Avenue  SW 
Canton,  OH  44707 
1-800-343-3150 
and 

2735  Dorr  Street  (rear) 
Toledo,  Ohio  43607 
1-800-345-3150 

New-Used-Trade-Buy  full  size/mini- 
van  modifications,  1 29  years 
employees  service  to  the  disabled 
community.  Trade-ins  welcomed, 
financing  available,  NMEDA  member 

Pennsylvania 

Drive-Mastar,  Inc. 

9  Spielman  .^oad,  Fairfield,  NJ  07004 
(201)  808-9709 

Full  service  mobility  center,  raised 
tops/doors;  drop  floors;  custom  dri- 
ving equipment;  distributors  for 
Mobile  Tech.,  Crow  River  lifts, 
Ricon,  IMS,  EZ  Lock,  and  EMC 
touch  pad  systems.  4 1  yrs.  of  ser- 
vice to  the  disabled  community. 
Please  call  for  more  information. 
NMEDA  member.  

Tri-State  Mobility 
Equipment  Co. 

940  Cleveland  Avenue  SW 
Canton,  OH  44707 
1-800-343-3150 
and 

2735  Dorr  Street  (rear) 
Toledo,  Ohio  43607 
1-800-345-3150 

New-Used-Trade-Buy  full  size/mini- 
van  modifications,  1 29  years 
employees  service  to  the  disabled 
community.  Trade-ins  welcomed, 
financing  available,  NMEDA  member 

West  Virginia 

TrTstate  Mobility 
Equipment  Co. 

940  Cleveland  Avenue  SW 
Canton,  OH  44707 
1-800-343-3150 
and 

2735  Dorr  Street  (rear) 
Toledo,  Ohio  43607 
1-800-345-3150 

New-Used-Trade-Buy  full  size/mini- 
van  modifications,  1 29  years 
employees  service  to  the  disabled 
community.  Trade-ins  welcomed, 
financing  available,  NMEDA  member 
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continued  from  page  9 
with  having  two  children  who  have  the 
same  chronological  age  but  different 
developmental  ages.  We  are  also  inter- 
ested in  finding  out  the  types  of 
strollers  or  other  transportation 
devices  parents  used  to  get  out  with 
their  children. 

How  do  other  mothers  of  multiples 
with  special  needs  get  support?  Have 
any  of  you,  for  example,  joined  a  moth- 
ers of  twins  club?  If  so,  what  was  your 
experience  with  it?  I  feel  blessed  to 
have  connected  with  a  few  mothers  in 
similar  situations,  but  overall,  I  leel 
there  is  a  tremendous  lack  of  informa- 
tion on  this  subject  in  much  of  the  liter- 
ature and  resources  on  raising  twins. 
Mothers  of  twins,  let's  unite! 

D.C.,  California 


Self-€atheterization 

My  friend's  10-year-old  daughter  has 
spina  bifida  and  receives  orthopedic 
services  through  a  fine  hospital  that  is 
io  3wn  for  providing  services  to  chil- 
dren with  spina  bifida  However,  staff 
members  at  this  hospital  seem  to  be  £it 
a  loss  when  it  comes  to  teaching  this 
young  girl  how  to  catheterize  herself. 
This  is  a  tremendous  frustration  to  the 
family  because  it  prevents  their  daugh- 
ter from  er\joying  spontaneous  activi- 
ties with  friends  or  other  family  mem- 
bers. It  is  impossible  to  plan  all 
activities  eiround  the  function  of  one's 
bladder,  nor  do  all  activities  take  place 
in  a  clean,  clinical  setthig.  Surely,  other 
young  women  with  spina  bifida  have 
had  to  jump  this  hurdle  towards  inde- 
pendence. Can  anyone  offer  some 
help? 

D.R.,  Oregon 


Buying  a  Used  Van 

I  am  the  parent  of  a  yoimg  man  who 
uses  a  wheelchair  for  mobility.  He  is 
deaf,  blind  and  has  physical  disabilities. 
I  am  interested  in  purchasing  a  used 
Plymouth  Voyager  or  Dodge  Caravan 
mini-van  that  has  been  converted  with 
a  hydraulic  lift  or  ramp. 

I'd  love  to  get  some  ideas  on  how  to 
locate  a  used  vehicle  of  this  type.  I 
would  also  like  information  and  opin- 
ions about  the  various  hydraulic  lift 
systems  and  ramps  that  are  available; 
I  don't  want  to  make  an  expensive 
mistake! 

W.M.,  New  Korfe 

Russell-Silver  Syndrome 

I  am  the  parent  of  a  five-year-old  girl 
with  Russell-Silver  syndrome.  I  would 
like  to  hear  from  parents  of  children 
with  the  same  diagnosis  to  compare 
notes.  I  have  a  lot  of  questions,  and 
most  of  the  doctors  we've  seen  can't 
tell  us  much. 

Meagan  is  basically  a  healthy  child. 
She  grows  steadily,  but  remains  below 
the  fifth  percentile  for  her  age;  one  side 
of  her  body  grows  at  a  slower  rate  than 
the  other  She  also  has  a  severe  delay  in 
speech  development 

My  main  concern  is  to  make  sure  she 
gets  an  expropriate  education.  Russell- 
Silver  syndrome  is  rare,  and  I'd  j^pre- 
ciate  any  information  I  can  get. 

W.W.,  Illinois 

EomyR's  Note:  Contact  tlie  Association 
for  Children  with  Russell-Silver  Syn- 
drome, 22  Hoyt  St.,  Madison,  NJ 
U7940,  (201)  377-4531.  They  can  pro- 
vide you  with  more  information  about 
the  syndrome  and  can  jml  you  in 
touch  with  other  families. 
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Bladder  and 
Bowel  Control 
Problems? 


URALINE 

EDICAL 

RODUCTS 


Can  Help  You  With 
Discreet 
Home  Service! 

•  Trained,  knowledgeable  consultants 

•  Individual  personalized  attention 

•  Hard  to  find  YOUTH  sizes 

•  Disposable  and  reusable  products 

•  Automatic  shipments  available 

•  Fast  direct-to-your-door  delivery 


Call  Today  For  A 
FREE  Catalog! 
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Willow  River  Farms 

is  an  active  organic  farming  and  artisan  community 
meeting  the  special  needs  of  men  and  women  with 
mental  retardation. 

At  Willow  River  we  offer... 

O  A  family-based  home  environment  that 
incorporates  traditional  values 

□  A  setting  that  fosters  personal  growth, 
independence,  and  self  respect 


□  Opportunities  for  productive  work  through 
individualized  programming 


□  A  home  for  persons  age  21  and  older  , 


WILLOW  RIUERf»RMS 


For  further  information  contact... 
Jimmy  R.  Haskins,  Ed.D. 
Director 

Willow  River  Farms 
P.O.  Box  450  n,       ^  Au  r-xn 

San  Feline  Texas  77473  Operated  by:  CRI 

(409)  l8?-4121  l-^- 

'  Executive  Director 


Private,  501(c)(3) 
Nonprofit  Community 


"THEIR  COMMtlNrrY...WrrH  OUR 
HELP"  Residential,  day,  and  evening 
programs  and  services  for  adults  with 
developmental  disabilities. 

♦  Paid  Vocational  Training 

♦  Visual  and  Performing  Arts 

♦  Daily  Living/Life  Skills 

♦  Therapeutic  Recreation 

♦  Case  Management 

♦  Health  Services 

♦  Off-Campus  Activities 

♦  1 25-Acre  Wcxxled  Environment 

Annandale  at  Suwanee,  Inc. 

3500  Annandale  Lane 
Suwanee,  GA  30174 
'■404)  945-8381 


ArborWay 
Schcx>l 


Circle  « 162 


THE  ARBORWAY  SCHOOL 

A  24  hour  learning  experience  which 
provides  individualized  ser\'ices  for 
multihandicapped  saidenLs. 

♦  1:2  staff  to  student  ratio 

♦  clinical  consultants  on  staff 

♦  recreational  and  leisure  activities 

♦  vocational  training  &  on-site  work 

♦  1 2  month  program 

♦  ages  6  through  22 

Contact:  Carolyn  MacRae, 
Executive  Director 
Arborway  School 

147  South  Huntington  Avenue 
Boston,  MA  02130 
617-232-1710 


33rd  Year 


A  VERY  SPECIAL  CAMP  FOR 
SPECIAL  NEEDS  CAMPERS 

A  co-ed  residential  camp  for  the; 

♦  Learning  Disabled,  ADD. 

♦  Neurologically  Impaired. 

♦  Mild-Moderate  MR. 

Located  in  l^eautiful  High  Falls  in  the 
Catskill  Mts.  of  N\'  suite. 
2,  4.  8  wk.  sessions.  Highly  qualified 
staff.  33rd  year.  Free  brochure. 

Contact:  Bairia  K.  Falik,  Ph.D. 
Camp  Huntington 

56  Bruceville  Road 
High  Falls,  hTi'  12440 
(914)  687-7840 


"MAXIMIZING  INDIVIDUAL 
POTENTIAL" 

Community-based,  positive  learning 
environment  for  difficult-to-place  chil- 
dren, adolescents  and  young  adults 
with  MR,  autism,  communication  dis- 
orders, challenging  behaviors,  and 
developmental  disabilities. 

♦  12-mo.  day/residential  programs. 

♦  10  miles  west  of  Boston. 

Contact:  Admissions  Director 
The  Learning  Q-nter 

411  Waverley  OaKs  Road 
Walthani,  MA  02154 
(617)  893-6000 


Special  Force 
Fumily  Ministries 


A  PLACE  TO  CALL  HOME 

Special  Force  Family  Ministries  oper- 
ates superior  qualit\'  residential  pro- 
grams for  adults  with  mental 
retardation  in  private  homes  near 
Minneapolis,  MN  and  Springfield, 
MO.  Residents  become  members  of 
individual  families  where  Christian 
values  are  affirmed.  Community 
involvement.  Rccrcatinnal  opportuni- 
ties. Affordable  rates.  Kstablished 
'973.  Call  for  details. 

Contact: 

Special  Force  Family  Ministries 

P.O.  Box  47,  Waconia,  MN  55387 
(612)  442-4441 


To  PLACE  AN  AD 

in  the  Schools,  Colleges, 
&  Residences  Directory, 
contact  Barbara  Nastro 
(201)  6804874 
(201)  680-8355  fax 
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Support  Groups 

•  Pen-Parents  is  a  free  support  network 
for  parents  who  have  experienced 
pregnancy  loss  or  the  death  of  a  child. 
Members  receive  a  list  of  parents  who 
have  experienced  similar  losses  and 
contact  lists  for  single  or  divorced  par- 
ents, adoptive  families  and  sterile  or 
infertile  parents.  Grandparents  are 
invited  to  join  Pen-Grandparents. 

Pen-Parents  publishes  Optional,  a 
quarterly  newsletter.  Annual  subscrip- 
tion is  $12.  PAILS  of  Hope,  a  bimonthly 
newsletter  for  parents  going  through 
subsequent  pregnancy,  is  $10  a  year. 
Contact  Pen-Parents,  P.O.  Box  8738, 
Reno,  NV  89507-8738,  (702)  826-7332. 
•  Schwachman  syndrome  is  a  diges- 
tive and  respiratory  disorder  that  can 
result  in  short  stature,  problems  with 
bone  growth,  chronic  diarrhea  and  per- 
sistent respiratory  and  skin  infections. 
A  new  support  group  is  forming  for 
parent  s  who  have  children  with  this 
syndrome.  Contact  Joan  M.  Moweiy,  44 
Meadowlark  Rd.,  Vernon,  CT  06066, 
(203)870-5454. 


FoUow  the  Faiiy  Tale  'frail 

The  Fairy  Tale  Trail  is  a  Halloween 
house  that  is  accessible  and  fun  for  all 
children.  Started  five  years  ago  by 
Lekotek,  a  resource  center  for  families 
with  children  who  have  special  needs, 
Faiiy  Tale  houses  are  springing  up  all 
over  the  country. 
Visitors  to  one  of  these  houses  fol- 


In  The  Land  of  The  Deaf 

In  The  Land  of  The  Deaf  is  an  award-winning  French  documentary  about  deaf 
culture,  language,  education  and  life.  The  film  has  English  subtitles,  but  most  of 

the  subtitled  dialog  is  never  spoken— 
.^^HKB       ^  rather,  filmmaker  Nicolas  Philibert  allows 

P^H^Bsk  ^Ik  deaf  children  and  adults  to  tell  their  own 

^^^wIHs  'IH^      ffw  stories,  most  often  using  French  Sign 
kJ^^^^UM  \  Im.     J  jM  language.  The  film  earned  "two  thumbs 
^^^i^t^H^^^  ^^^m^^^m  up'  bom  reviewers  Siskel  and  Ebert  who 

called  it  "a  wonderful  documentaiy  that 
will  take  you  into  the  deaf  world  in  a  way 
that  you  have  never  seen  or  heard 

  before." 

In  The  Land  ofTheDectfToaAe  its  U.S.  theatrical  premiere  during  National 
Deaf  Awareness  Week  in  September.  As  Exceptional  Parent  went  to  press,  the 
film  was  scheduled  to  be  shown  in  the  following  U.S.  cities: 

Boston,  MA:  Museum  of  Fine  Arts  weekends  thru  Nov. 

Austin,  TX:  Texase  Union  Films  Nov.  4-10 

DeKalb,  IL:  Egyptian  Theater  Nov.  11-12 

MinneapollB,  MN:  Walker  Art  Center  Nov  25  &  30 

MiimefipoUs,  MN:  University  Film  Society  Dec.  2-5 

BrookliJie,  MA:  CooUdge  Comer  '^o^ 

Los  Angeles,  CA:  Landmark  NuArt  Dec.  8-14 

Philadelphia,  PA:  TBA  •  • ;  •  •^^.,:!!ru 

As  additional  engagements  are  added  to  litis  schedule,  the  film  s  U.S.  distnbu- 
toi3  will  inform  interested  people  of  upcoming  showings  in  their  local  areas.  To 
be  added  to  this  mailing  list,  send  your  name  and  address  to:  International  Film 
Circuit,  P.O.  Box  1151,  Old  Chelsea  Station,  New  York,  NY  10011. 


low  a  "fairy  tale  trail"  thiough  eight  sto- 
rybook-theme rooms,  interacting  with 
costumed  characters,  trick-or  treating 
and  er\joying  seitsory-stimulating  and 
accessible  activities,.  "At  the  Fairy  Tale 
TVail,  children  with  and  without  disabil- 
ities can  share  in  the  fun  of  the  holiday 
together— side  by  side,"  said  Judy 
Hynes  of  the  Auxiliary  Foundation  of 
the  Woman's  Club  of  Evanston,  Illinois, 
co-chairman  of  this  year's  Evanston 
event 

Lekotek  and  the  Auxiliary  Founda- 
tion offer  a  50-p£^e  guide  on  how  to 
build  the  house  in  other  conimunities. 
The  guide  costs  $15.  Contact  Lekotek, 
2100  Ridge  Ave.,  Evanston,  IL  6020i, 
(800)  366-7529. 

VACC  Camp  1995 

The  Miami  Children's  Hospital  hosts  a 
free,  week-long  ovenught  camp  each 
spring  for  ventilation-assisted  children 
(children  who  need  oxygen,  trachs, 
ventilators  and/or  CPA?)  and  their  fam- 
ilies. VACC  Camp  '95— the  tenth 
aimiversary  session — ^will  be  held  April 
1-7, 1995.  Application  deadline  is  Janu- 
ary 6.  The  program  includes  swimming, 
field  trips,  campsite  entertainment 
structured  games  and  more.  An 
around-the-clock  medical  staff  is  avail- 
able. For  more  information,  contact 
Cathy  Klein,  VACC  Program  Coordina- 
tor, Ventilation  Assisted  Children's  Cen- 
ter, Division  of  Pediatric  Pulmonology, 
Miami  Children's  Hospital,  3200  S.W.  60 
Court,  Suite  203,  Miami,  Fla.  3315-5- 
4076,  (305)  662-8222. 


Video  Lending  Program 

A  free  video-lending  program  offers 
more  than  150  informational  videos  on 
disability-related  subjects  to  individuals 
with  disabilities  and  their  families. 
Videos  deal  with  a  variety  of  subjects 
including  assistive  devices,  home 
modification,  computer  accessibility, 
family  life,  employment,  health  con- 
cerns, travel  and  wheelchair  skills.  Fur- 
ther information  is  available  from  SCI 
Video  Access,  Spinal  Injury  Network 
International  (SCINI),  3911  Princeton 
Dr.,  Santa  Rosa,  CA  95405-7013,  (800) 
548-2673. 
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Die.  Means  bai^me  is  child's  play. 


So(e.  wel  shower  oi  boih  (un 
Goes  ro  ihe  beoch  o(  pod,  ico- 
youf 

sensible  bud-  ond  bock-sovef' 


Accwshowvr,  bonief-lree  boihtub  repbcemeni. 
An  eosytwfo  I  -doy.  n&plumbef  project! 
Sofe  inveslmenl — goes  with  you  if  you  move. 


Sak.  Comforfakk.  Fun.  Easy  to  install.  Economical. 

AdiustEasm*  One-hand  adjustable  washchair. 
Widest  size  and  height  range  anywhere.  Durable, 
rustproof.  Many  other  features  and  options. 

CtifffB  AtessahoMTor*  Exclusive  ^lit 
door  Open  top  half  while  the  watertight  bottom 
stays  dosed.  Both  of  you  are  safe.  You  're  dry! 

FIND  our  MOUT  OUR  350*  Mm  ACCESS  PfOUKTS  FOR  {VEXf  tOOr. 

Accessible 

■NVIMNMIMn  *  MOOttCTS 

1  800  285  2525 

VES.  WE        flU  3-  PA«TY  PIJ«CK*S£S  TH«OUGH  lOCAl  DEAIEISI  lUST  CAU  US  FIKSTI 
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PUBUCATIONS 

•  The  Maap  is  a  quarterly  newsletter 
for  families  of  "more  advanced  autistic 
people."  Features  include  letters,  inter- 
views with  doctors,  information  about 
resources  and  calls  for  research  partici- 
pants. Annual  subscriptions  are  $8  ($11 
outside  the  U.S.).  The  Maap,  P.O.  Box 
524,  Crown  Point,  IN  46307. 

•  Stuttering  affects  2.5  million  Ameri- 
can children  and  adults.  Although  stut- 
tering typically  begins  between  the 
ages  of  two  and  seven,  it  sometimes 
appears  for  the  first  time  in  a  school- 
age  child  or  adult  Is  It  Stuttering?  is  a 
publication  that  helps  parents  deter- 
mine if  their  child  is  beginning  to  stut- 
ter or  is  experiencing  only  a  temporary 
disfluency.  /  Think  My  Child  is  Stut- 
tering. What  ShmM  I  do?  is  another 
publication  that  provides  practical  tips 
to  help  parents  respond  to  children 
with  disfluent  speech.  Both  publica- 
tions are  firee  and  available  by  contact- 
ing the  American  Speech-Language 
Hearing  Association  (ASHA),  10801 
Rockville  Pike,  Rockville,  MD 
20852,(800)  638-8255. 

The  Stuttering  Foundation  of  Amer- 
ica offers  free  copies  of  The  Child  Who 
Stutters  at  School:  Notes  to  the 
Teacher.  Contact  the  Stuttering  Foun- 
dation of  America,  P.O.  Box  11749, 
Memphis,  TN  38111-0749,  (800)  992- 
9392. 

•  Little  Bones  Newsletter  is  a  new  quar- 
terly newsletter  by,  for  and  about 
teenagers  with  osteogenesis  imperfecta 
(01).  Features  include  guest  medical 
columnists,  advice  on  nutrition,  fashion 
tips  and  a  column  for  siblings.  Annual 
subscriptions  cost  $5.  Little  Bones 
Newsletter,  1725  Lakeview  Ave.,  South 
Milwaukee,  WI 53172. 

•  The  Lighthouse  offers  EnVisions,  a 
newsletter  for  parents  and  profession- 
als uwolved  with  children  with  visual 
impainnents.  The  free  newsletter  is 
published  three  times  a  year. 

The  Lighthouse  also  offers  Technol- 
ogy for  This,  an  $8  booklet  introducing 
parents  and  teachers  to  computer  tech- 
nology for  children  with  visual  impair- 
ments. The  Lighthouse,  111  E.  59th  St., 
New  York,  NY  10022,  (800)  334-5497. 

•  Interested  families  can  request  a  free 
sample  issue  of  Adoptive  i'amilies,  a 
new  magazine  from  Adoptive  Families 
of  America  that  replaces  the  group's  27- 
year-old  OURS:  Tlie  Magazine  of  Adop- 
tive Families.  The  magazine  plans  to 


778 


We  focus  on  L^oing  home 


cover  issues  regarding  the  adoption  of 
children  with  disabilities.  Adoptive 
Families,  3333  Highway  100  North, 
Minneapolis,  MN  55422,  (800)  372-3300. 
•  The  National  Association  for  Parents 
of  the  Visually  Impaired  (NAPVI)  sells 
several  books  that  may  also  be  of  inter- 
est to  parents  of  children  with  disabili- 
ties ottier  than  visual  impairment.  How 
to  Pack  'Em.  In:  A  Guide  to  Planning 
Workshops  is  full  of  handy  tips  for  str- 
ing a  meeting,  from  the  very  first  idea 
to  the  end  result— a  successful  work- 
shop ($5).  The  Legislative  Haruibook 
J(yr  Parents  is  written  by  parents  to 
help  other  parents  get  involved  with 
th  legislative  process  on  the  local, 
stai  and  national  levels  ($7). 

Your  Child's  Irtformation  JourmU 
provides  parents  with  a  format  for 
maintaining  careful  records  of  impor- 
tant information  about  a  child's  devel- 
opment and  medical/educational 
histories.  Journal  pages  fit  in  a  three- 
ring  binder  ($7.50). 

For  1-3  books,  add  $2  for  shipping. 
For  4  or  more  books,  add  $5.  NAPVI, 
P.O.  Box  317,  Watertown,  MA  02272, 
(800)  562-6265. 


help*  keep  an  exceptional  child'f  legs  in 
place  and  warm  by  completely  wrapping  I 
themcomforUbly.  Two  »tylef  available.  ! 

Fully  asssmblsd  in  ths 
United  Stat«8  with  U.  S.  matarlaln. 
Quality  workmanahip.  Carefully  ln«p«a«d. 

^Sottcn  «^0(l/b...morethanahug! 

P  O  Box  178  •  Fort  Jones,  CA  96032 
(916)  468-5475  FAX:  (916)  468-5492 


. ; . Secause  that's  whefe  tll^  heart  is. 


Home  is  where  the  heart  is,  but  sometimes  children  with 
multiple  disabilities  need  special  help  beyond  their  parents  and 
school  districts.  Financing  multi-year  private  school  placements 
can  be  costly  too.  But  now  a  school  known  for  its  successful 
individualized  education  programs  is  offering  an  extended 
assessment  and  treatment  program.  That  school  is  Heartspring. 

Curt  came  to  Heartspring  not  because  he  needed  a  long-term, 
intensive  program,  but  because  his  skills  had  plateaued,  and 
proHematic  behaviors  were  unmanageable.  He  needed  a  program 
with  a  fresh  perspective.  With  Heartspring's  team  approach.  Curt 
has  the  resources  he  needs:  specialists  in  the  areas  of  special 
education,  audiology,  physical,  occupational,  and  speech/language 
therapies,  pediatric  development  medicine,  psychology,  and  behavior 
management.  Together,  they  will  address  his  complex  needs  in  a 
comprehensive,  interdisciplinary  program  designed  to  continue 

after  he  returns  to  his  home  environment. 

Just  think!  Curt  enrolled  this  spring,  and  he'll  be  going  home 

before  school  starts  this  fall.  When  he  does,  a  Heartspring  staff 

member  will  return  home  with  him  and  stay  a  few  days  to  make 

reintegration  as  smooth  and  effective  as  possible. 

Home  is  where  the  heart  is,  and  Heartspring  is  where  the  hope 

is.  Let  us  build  a  program  for  your  child.  Call  tcxlay. 


^  HHKBPWNG" 

^  ^"        A  lifeskills  learning  center 

2400  JARDINE  DRIVE  ♦  WICHITA,  KANSAS  67219-4699 
1-800-  835-1043 

FonncrN  the  Institute  of  UiRolK'dia 
1934  _  Celebrating  60  Years  Of  Service  -  1994 
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continued  from  page  13 
to  repeat  instructions  or  modify  assign- 
ments at  times,  it  would  have  made 
things  much  more  difficult. 

At  first,  it  was  very  hard  to  see  Laura 
struggle  with  OCD.  With  her  learning 
and  hearing  problems,  it  seemed  like 
she  already  liad  enough  to  cope  witli, 
but  it  has  been  very  encouraging  to  see 
the  progress  that  she  has  made.  You 
really  do  cheer  for  the  small  victories! 

M.S.,  Indiana 

□  My  eight-year-old  daughter  was  diag- 
nosed with  OCD  in  March  1993.  She 
also  takes  medication  daily  She  has 
made  nice  progress  and  we  are  very 
pleased. 

You  might  want  to  get  in  touch  with 
the  OCD  Foundation,  P.O.  Box  70,  Mil- 
ford,  CT  06460.  They  have  a  newsletter 
for  parents,  and  a  special  newsietter 
for  children. 

K.S.,  New  Yo)ic 

Adoptive  Parents 

M.W.  (August  1994)  is  the  adoptive 
mother  of  a  three-year-old  girl  who 


has  multiple  disabilities — induding 
cerebral  palsy,  developmental  delays 
and  a  visual  impairment— caused  by 
"shaken  baby  syndrome"  when  she 
was  seven  months  old.  Because  her 
daughter  has  multiple  disabilities, 
M.W.  lias  been  unable  to  find  appropri- 
ate support  groups.  She  wanted  to  cor- 
respond with  other  adoptive  parents  of 
SI  milar  children. 

My  husband  and  I  also  have  adopted 
a  daughter  who  has  cerebral  palsy.  She 
was  bom  very  prematurely — at.24 
weeks  gestation.  She  has  developmen- 
tal delays  and  a  visual  impairment.  She 
is  bright  and  cheerful. 

I  also  have  had  trouble  with  support 
groups — adoption  support  groups  cater 
to  parents  of  "normal"  kids,  but  .■ . • 
bers  of  support  groups  for  parents  v. : 
children  with  disauiJities  seem  to  lose 
interest  in  us  when  they  find  out  that 
Chelsea  is  adopted.  I  remember  being 
at  a  meeting  where  some  mothers  were 
talking  about  their  problems  with  Med- 
icaid. One  mother  asked  me  what  kind 
of  insurance  Chelsea  had.  After  I  said 
"adoption  Medicaid,"  I  could  feel  that 
they  were  looking  at  me  differently  It 


seems  they  don't  see  me  as  a  "real 
mom." 

M.W.,  Georgia 


GiftSidiscifptioiis 

As  we  s^proach  the 
holiday  season,  we 
suggest  that  readers  pur- 
chase gift  subscriptions 
for  other  parents,  f  ind- 
parents,  caring  therapists, 
educators  and  libraries. 
Also  consider  a  gift  sub- 
scription for  your  favorite 
clergy-person  in  time  for 
the  December  issue  on 
religious  education. 


SCHOLARSHIPS  AVAILABLE 

Up  to  ive  college  scholarships  are  being  offered  for  the  fall  of  1995  for  a  four-year 
period.  Each  scholarship  provides  $3,000  per  year  ($12,000  total)  to  each  student. 
Only  current  high  school  seniors  and  college  freshmen  v/ill  be  considered. 

Applicants  should  be  physically  challenged,  in  a  wheelchair,  and  could  not  attend 
college  without  this  help. 

All  young  men  and  women  will  be  considered  without  regard  to  race,  color,  creed,  or 
state  of  residence.  A  private  interview  is  not  required. 

We  require  a  500-word  "statement  of  need"  explaining  your  physical  condition, 
educational  background,  and  financial  status.  For  scholarship  application,  write  to: 

"Doc"  and  Alicia  Keim,  Chairscholars 
Silver  Dollar  Ranch,  No.  38 
Odessa,  FL  33556 

(813)920-2737  JC 
Deadline  Jan.  15, 1995     O V-^  hafrSCholarS 
"Helping  physically  challenged  students  in  chairs  go  to  college. 
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Networking 


lirfonnation  fhMn  The  NatkMial  Parent  Net^ 


NPND  Holds  First 
National  Conference  Call 


iore  than  75  people 
from  17  Parent  TVain- 
ing  and  Information  Cen- 
ters and  other  organ- 
izations participated  in 
NPND's  first  national  tele- 
conference held  on  August 
24,1994. 

The  90-minute  telecon- 
ference, broadcast  from 
NPND's  national  office  in 
Alexandria,  Virginia, 
focused  on  the  detrimental 
effects  of  legislative  amend- 
ments to  the  Improving 
America's  Schools  Act  of 
1994  (lASA)— previously 
known  as  the  Elementaiy 
and  Secondary  Education 
Act — and  the  Individuals 
with  Disabilities  Education 


Act  (IDEA). 

A  panel  provided  an 
analysis  of  amendments 
deaUng  with  violence  and 
we£4  )ons  in  school,  regula- 
tions of  the  Perkins  Voca- 
tional Education  Act  and 
nullification  provisions  of 
lASA.  Panelists  included 
Patricia  McGill  Smith, 
NPND's  executive  director, 
Lucy  Watkins  of  the  Center 
for  Law  and  Education  and 
Larry  Searcy  of  NPND. 
Paul  Marchand,  director  of 
governmental  affairs  of  tlie 
Arc,  joined  the  panel  from 
his  Washington,  D.C. 
office. 

NPND  plans  to  hold 
future  teleconferences. 


NPND  Establishes 
Dectronic  BuHetiii  Bos^ 


On  September  6,  NPND 
started  its  own  electronic 
bulletin  board  on  Special- 
Net  Known  as  NPND.update, 
the  board  features  up-to- 
the-minute  summaries  of 
federal  legislative  activities 
from  a  parent-and-family 
perspective  as  well  as  infor- 
n\ation  regarding  other 


NPND  activities.  The  board 
can  be  found  imder 
NPND.update  in  the  Spe- 
cialNet  opening  menu. 
Because  the  NPND  bulletin 
board  is  a  read-only  board, 
comments  about  informa- 
tion on  the  board  can  be 
sent  through  e-mail  to 
NPND.DC. 


NPND  Holds 
Congressional  Briefing 


As  Exceptional  Parent 
was  going  to  press,  NPND 
was  planning  to  hold  its 
first  parent  briefing  for 
members  of  Congress  and 
their  staff.  The  briefing 


was  planned  for  October  3, 
at  the  Raybum  House 
Office  Building  to  discuss 
the  reauthorization  of 
IDEA.  ATter  the  briefing, 
which  is  being  sponsored 


NPND  members  andfiiends  gatkered  at  the  White  House 
Jvly  27 for  a  celebration  of  the  fourth  anniversary  of  the 
ATnericans  with  Disabilities  Act  with  President.  BiU  Clin- 
ton, HiUary  Clinton^  Vice  President  Al  Gore  and  Tipper 
Gore.  {From  left  to  rightj  Connie  Hawkins  of  New  Jersey; 
Patricia  Smith,  NPND  executive  director,  Janet  Myers  of 
Teocas;  Joanne  Butts  of  Washington;  Judith  Raskin  of  New 
Hampshire;  Terri  Dawson  of  Wyoming  and  Debra  Johnson 
of  Idaho. 


{Prom  Iqft  to  rightj  Joseph  M.  Valenzano,  Jr.  and  Kim 
Schive  of  Exceptional  Parent^  Tom  DeLuca  of  Toys  "R"  Us; 
Nona  Wells  of  Boston;  Patricia  Smith,  NPND  executive 
director;  Jeanne  Mcintosh  of  Toys  "R"  Us;  Pam  Steneberg  of 
California  and  Martha  Ziegler  of  Boston. 


by  Rep.  Major  Owens, 
D-NY,  NPND  members 
were  planning  to  meet 
with  their  local  legislators 
to  discuss  the  needs  of 
children  with  disabilities. 
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NPND  Honorees 

As  Exceptional  Parent  was 
going  to  press,  NPND  was 
planning  to  honor  four  peo- 
ple at  its  annual  meeting  on 
October  1: 

°  Carol  Rasco  is  the  chief 
domestic  policy  advisor  to 
President  Clinton.  For  more 
than  20  years,  Rasco,  the 
mother  of  a  son  with  dis- 
abilities, has  provided  lead- 
ership tlirough  her 
first-hand  experiences,  vol- 
unteer activities  and  profes- 
sional life  to  gain  services 
for  children  with  disabili- 
ties. In  her  current  position, 
Rasco  has  led  the  fight  for 
the  Family  Leave  Act  and 
universal  health  care  cover- 
age, among  other  things. 
•  Justin  Dart  was  a 
national  leader  in  gaining 
passage  of  the  Americans 
with  Disabilities  Act  In 
addition  to  serving  as 
chairperson  of  the  Presi- 
dent's Committee  on  the 
Employment  of  People 
with  Disabilities  and  the 
federal  Commissioner  of 
Rehabilitative  Services, 


Dart  is  a  constant  source  of 
motivation  and  iitspiration 
for  the  disability  advocacy 
community. 

•  Pam  Steneberg  has  pro- 
vided leadership  on  the 
national  level  and  in  her 
home  state  of  California 
As  the  parent  project  coor- 
dinator of  the  Disability 
Rights  and  Education  Fund 
(DREDF),  Steneberg  has 
provided  assistance  to 
countless  parents  and  par- 
ent organizations  through- 
out California  For  several 
years,  Steneberg  has  led 
the  fight  for  people  wi»h 
disabilities  as  secretary  of 
NPND's  board  of  directors 
and  as  chairperson  of  the 
NPND  Legislative 
Committee. 

•  Charles  Lazarus,  chief 
executive  officer  of  Toys 
"R"  Us,  has  provided 
national  leadership  to  the 
corporate  worid  through 
his  efforts  to  test  and  mar- 
ket toys  specifically  to  fioni- 
lies  of  children  with 
disabilities.  In  coi\iunction 
witti  NPND,  Toys  "R"  Us 


published  and  distributed 
700,000  copies  of  the  Tby 
Guide  for  Differentty-AUed 
Children.  The  guide,  the 
first  of  its  kind,  has  had  a 
tremendously  positive 
hnpact  on  children  with  dis- 
abilities and  their  families. 

NPND's  annual  meeting 
reception  was  being  spon- 
sored by  the  Natioiud  Asso- 
ciation for  Medical 
Equ^ment  Services. 

Parent  Training 
and  Information 
Center  News 

The  Parent  Network  Center 
in  Buffalo,  New  York  has 
received  a  state  grant  to 
train  parents  throughout 
the  state  to  provide  sup- 
port, infotmation  and  other 
services  to  parents.  The 
center  has  also  received 
expanded  federal  funding 
to  continue  its  services. 
Congratulations  to  Joan 
Watldns,  the  center's  exec- 
utive director,  and  her  crew 
for  all  their  good  work. 


NPND  invites  you  to  join 


Mission:  The  National  Parent  Network  on  Disabilities  (NPND)  was  established 
to  provide  a  presence  and  national  voice  for  parents  of  children,  youth,  and 
adults  with  special  needs.  NPND  shares  information  and  resoiurces  in  order  to 
promote  and  support,  tlie  power  of  parents  and  resoiurces  to  influence  and 
affect  policy  issues  concerning  the  needs  of  people  with  disabilities  and  their 
families. 

Membership  fees 

Parent  Coalition  SSliding 
— Voting  Scale 

(Call  NPND  for  dptaUs) 

Affiliated  organization  100 
60 


lAve  would  like  to  join  the  NPND. 


NAME: 


ORGANIZATION: 


ADDRE.SS: 


CITY:  . 


_state; 


.  zip: 


HOME  NUMBER  (  )_ 


.  WORK  NUMBER  (  )_ 


no  YOU  WANT  TO  BE  ON  TIIE  NPND  FAX  TREE?  (  )  

(your fas  number) 

Please  return  this  fomi  with  your  check  made  payaljle  to:  NPND, 
1600  Prince  St.,  Smte  1 15,  Alexandria,  VA  22314,  (703)  684-6763, 
KAXr  (703)  83(>-1232 


Parent  group 

Parent/Individual 
with  a  disability 

(Stipend  available) 

Professionals 
Contributor 
Corporation 
Sustaining 


25 

40 
1000 
1000 
3000 


Tiw  National  i>arent  Networit 
on  Oisabiiities  Board 
of  Diractors 

Richard  Burden 

rSOURCE,  South  Bend,  IN 

Joanne  Butts 

Washington  PAVE,  Tacoma,  WA, 
VtcePresUient 

Amparo  Crespo  DeCastro 

Asocl?clon  de  Padres  Por  Blenestar 
de  Nines,  Impedidos  de  PR,  Inc., 
Rlo.'Wras,PR 

Connie  CurKn 

Vermont  Parent  information  (Jenter, 
Winoosid,  vr 

Diana  Cuthbertson 

Statewide  Parent  Advocacy  Netwotk 
(SPAN),  Westfield,  NJ,  P/esAfenf 

Kattiryn  Eridtson 

Pathfinder  Services  of  North  Dal<ota, 
Minot,  ND 

Joe  Garcia 

Touchstones,  Seattle,  WA 

Paula  Goldberg 

PACER  Center,  Minneapolis,  MN 

Sweet  Alice  Harris 

Parents  of  Watts,  Los  Angeies  CA 

Connie  HavMidns 

Exceptional  Children's  Assistance 
Center  (EWQ.  Davidson,  NC, 
Past  President 

Bonnie  Johnson 

Arlonsas  Parent  Support  and 
Infonnation  Network,  Uttie  Rock,  AR 

Jt^Xilbum 

IWATRiX,  A  Parent  Networi<& 
Resource  Center,  San  Rafael,  CA, 
Treasurer 

Sue  Pratt 

CAUSE,  Lansing,  Ml,  Vice  President 

Pam  Steneberg 

Disability  Rights  Education  & 
Defense  Fund,  Berkeley,  CA, 
Secretary 

Janet Vbhs 

Federation  for  Children  with 
Special  Needs,  Boston,  MA 

Patricia  !><Wi 

BfflcuffA.  jlrector 


er|c, 


EXCEPTIONAL  PARENT  /  OCTOBER  1904 


782 


Finally,  education  on  video  tape  to  help 
parents  help  their  children  with  special  needs. 

Through  this  ad  parents  will  receive  over  40%  discount  from 
the  clinical  catalog  prices.  The  following  tapes  can  now  be 
purchased  by  parents  for  $39.95  through  Exceptional  Parent. 


Potty  Learning  For  Children  Who  Experience  Delays, 

by  Susanne  R.  Hays,  M.S.,R.N.,C.R.R.N. 

This  video  presents  a  unique  developmental  approach  to  supporting  the  child 
in  learning  independence  in  the  management  of  "bathroom"  skills.  Specific 
areas  covered  include  readiness  for  potty  learning,  parent  responsibilities,  child 
responsibilities  and  how  to  implement  a  successful  program.  ED  077OD 

Effective  Intervention  For  Self-Feeding  Success, 

by  Christine  A.  Nelson,  Ph.D.,OTR. 


Learn  this  step  by  step,  reverse  chaining  method  of  teaching  feeding  to  mentally 
retarded  &  physically  limited  children.  An  effective  and  easy  to  follow  program 
for  parents  which  provides  the  tools  needed  to  be  successful  in  moving  your  child 
toward  independent  self-feeding.  Applicable  to  children  of  all  ages.  ED  078OD 


Massage  For  The  Infant  With  Developmental  Disabilities, 

by  Susanne  R.  Hayes,  M.S.,  R.N.,  C.R.R.N. 
Certified  Infant  Massage  Parent  Instructor. 

This  video  will  show  parents  how  to  stroke  their  infants  and  children  with 
special  attention  to  methods  which  honor  the  infant's  individual  concerns. 
A  valued  resource  for  every  parent  to  assist  their  child's  development. 

ED  079DD 


Maii  to;  Exceptional  Parent,  Dept.  EP9410.  P.O.  Box  8045,  Brick,  NJ  08723 
Or  call  l-(800)  535-1910 


City. 


Near  Normal  Feeding  For  Infants  With 
Oral-Facia!  Anomalies, 

by  Susanne  R.  Hays,  M.S.,  R.N.,  C.R.R.N. 

Nippling  for  infant's  bom  with  cleft  lip  and/or  palate 
can  be  very  diflficult.Because  of  this  anomaly  of  oral 
structure  the  normal  feeding  process  is  affected.  Infants 
can  fail  to  thrive  very  soon.  This  video  outlines  the 
common  variations  of  oral  defects,  f^ed' .ig  concerns 
inherent  with  each  type  and  easy  intervention  strategies 
r^nV^  arents  can  follow.  ED  080OD 
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TITLES*  ORDER  NO. 

UNIT  PRICE 

TOTAL 

SHIPPING  t  HANDLING  CHARGES:  U.S.  -  $3.50  for  1  item;  75<  fof  tach 
addiliomi  ilem.  Fortign  -  $6.50  for  1  item;  75*  for  each  idditiooil  iltm. 

Name 

Sub-Total 
N.J.  Rm  8%  tax 
Shipping 

Address 

TOTAL 

Statc_ 


-Zip 


Telephone 


I  have  ciKlosed  my  check  payable  to  Exccplioiul  Parait  or  charge  to  my: 

Account  Number   

Signature  *y  ^  ^  


futyMtotfiwv*  Wm»»  low  t-9  w%9*t 


Visa 


Mastercard 


Exp.  Date:. 


New  Products 


FREEDOM 

Go  here,  go  there,  go 
anywhere  in  any 
weather!  This  all-ter- 
rain, battery-powered 
go-cart  handles  snow, 
gravel,  hills  or  sand  to 
get  children  around. 
The  child  controls  the 
go-cart  through  a  sip-n- 
puff  switch,  head  con- 
trol, or  joystick.  An  automatic  lift  enables  easy  transfers. 
Balloon  tires  and  a  low  center  of  gravity  offer  stability. 
Five-point  harness  seat  belts  keep  the  rider  secure. 
Hbby's,  Duncan,  BC,  Canada  VOL  3W8 
Circle  #  276 

IIPIRAY/DESK 

Perfect  for  the  student  wheelchair  user!  This  full-size 
clear  plastic  wheelchair  tray  with 
stomach  cutout  lifts  to  reveal  a  stor- 
age desk  with  various  compartments. 
Easily  installed  and  removed  by 
means  of  telescoping  support  arms 
suitable  for  most  wheelchairs.  A 
keyed  lock  is  available  to  protect 
items  in  the  desk. 
Consumer  Care  Products  Inc., 
Sheboygan,  WI 53082 

Circle  #  277 


WANDER  ALERT  SYSTEM 

For  wandering  toddlers,  there  is 
no  longer  any  need  to  keep  con- 
stant watch  or  to  "tag"  kids  with 
bracelets  or  collars.  This 
perimeter  alert  system  can  be 
used  not  only  in  the  house,  but 
also  around  swimming  pools 
and  other  areas  hazardous  to 
toddlers.  The  system  consists  of 
an  electronic  perimeter  detec- 
tion and  a  personal  pager — no 
frightening  loud  alarms.  Options 
allow  the  system  to  work  as  an  emergency  response 
device,  burglar  alarm  or  fire  alarm. 
Safe  and  Sound  Homecare,  Lincoln,  NE  68502 
Circle  #  278 


FANLIGHT  EDUCATIONAL  AND  AWARENESS  VIDEOS 

Documentary-style  videos 
feature  children  and  adults 
with  disabilities  who  show 
the  potential  each  individual 
possesses.  The  stories  focus 
on  people  who  put  emphasis 
on  their  abilities,  not  their 
disabilities.  Find  out  how 
deaf  children  learn  to  communicate;  see  how  kids  with 
disabilities  play;  learn  about  autism;  share  the  experi- 
ences of  children  with  cancer  at  camp  and  hear  from  sib- 
lings of  children  with  lung  disease.  Each  video  sold  or 
rented  separately.  Many  are  open/closed-captioned. 
Fanlight  Productions,  Boston,  MA  02130 
Circle  #  279 

REHNCE  FOR  CHILDREN 

A  better  choice  in  incontinence  pants!  These  side-closing 
or  pull-up  t>  le  pants  are  ideal  for  children  with  light  to 

heavy  incontinence.  The 
pants  have  a  disposable 
insert  liner  made  of  a 
patented  material  that  is 
attached  to  a  thin,  cpmfort- 
able  cotton  pant.  Plastic- 
free  (no  rustling  noise!), 
these  are  not  diapers,  so 
kids  can  feel  better  about  wearing  them.  Ask  manufac- 
turer for  a  free  liner  sample. 
CP.  International  Inc.,  New  York,  NY  10177 
Circle  #  280 


COMPUTER  SPACE  STATION 

This  system  of  brackets,  trays  and  tracks  may  be 

mounted  on  almost  any  vertical  sur- 
face (walls,  partitions,  cubicles,  file 
cabinets,  etc.)  to  provide  a  wheel- 
chair-accessible work  station.  The 
user  can  customize  the  configura- 
tion to  meet  specific  needs.  Trays 
for  the  monitor  and  keyboard  are 
height-  and  swivel-ac^justable.  Saves 
space  and  creates  a  comfortable 
work  area  for  every  student. 
Support  Engineering  Associates,  Garden  City,  NJ  II530 
Circle  #  281 


TlieABLEDATA  database  of  assistive  technology  and  rehabUilation  equipment  contains  information  on  more  than 
19,000  listings  of  pivducts  for  persons  of  all  ages  who  have  a  physical,  sensory  or  cognitive  disabHity.  The  pivducts 
above  weiv  ckosettfor  inclusion  on  this  page  by  tlic  ABLEDATA  stcff  based  on  tlieir  specific  applicability  tc  or  design  for 
children  with  disabilities.  For  more  infoiination  on  assistive  devices,  or  to  sulnn  it  pmduct  infoimationfor  inclusion 
in  the  database  (and  possible  inclusion  on  this  page),  please  contact  ABLEDATA,  8455  ColesviUe  Rd.,  Ste.  935,  Silver 
Spring,  MD  20910-3819,  (800)  227-0216,  V/TDD,  (301)  588-928tt,V/TDD  or  {301 )  587-1967,  FAX. 
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Toys  for  Special  Children 


T 


he  people  of  Toys  for  Special  Children  have 
sought  to  create  a  new  world  of  play  for  the 

handicapped  through 


Call  800-832-8697 


"Dr.  Kanor's  devices 
have  benefits 
beyond  words" 

-The  New  York  Times- 
Get.  20th,  1991 

A  unique  resource  for 
technology  which  can  be 
used  to  increase,  maintain, 
or  improve  functional 
capabilities  of  individuals 
with  disabilities. 


To  get  your  catalog  call  or  write  to: 
Toys  for  Special  Cliildren 
385  Warburton  Avenue 
Hasting-on-Hudson,  NY  10706 
^3  800-832-8697 
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the  development  of 
specially  adapted  toys, 
capability  switches, 
activity  centers, 
augmentative 
communication  aids, 
and  cour  itless  other 
specicJ  devices  for  the 
handicapped. 

Special  Service 

We  offer  many  standard  technical  solutions  for 
handicapped  people.  We  realize  that  for  some, 
special  adaptions  are  needed.  Please  call  us  so 
that  we  can  discuss  fabricating  custom  equipment 
for  your  special  requirements. 


I  Library 
^  i  Y9a  can  order 

'IMtaunr-i 

^-^^  any  of  the 
books  listed  here 
with  the  coupon 
below  or  by  calling 
(800)  535-1910 


DISABILITY,  GENERAL 


Activities  fos 
Developing  Pre-skiix 

Ck)NCEPTS  IN  ChUiOREN 
WITH  AimsM 

BY  ToNi  Flowers 
Each  activity  Is  designed  to 
tell  educators  what  they  are 
doing,  why  they  are  doing  it 
and  what  materials  they  will 
need  to  teach  the  activity. 


The  activities  are  adaptable  for  children  of  all  levels. 


BlSABLflY 


PE0350D 


.rois 
kwm 


$29.00 

Attention  Deficit 
Disoroes:  ADHD  & 

ADD  SYNDSOMES  (2iid  ed.) 
Dale  R.  Jordan 
Guidelines  for  working  suc- 
cessfully with  ADHD  and  ADD 
in  children,  adolescents,  and 
adults.  For  teachers,  coun- 
selors, and  parents. 
PE038M>  (book)  $14.00 
PE038  (tapt)  $98.00 

The  Best  Toys,  Books, 
&  Videos  for  Iuds 

Joanne  Oppenheim 
&  Stephanie  Oppenheim 
A  guide  to  over  1000  kid- 
tested,  classic  and  new  prod- 
ucts with  features  on  products 
for  kids  with  special  needs. 
HC0820D  $12.00 


Cowipma' 


Rtwucnfor 


Computer  Resoukces 
FOB  People  wtth 

DlSABtUTES:^(;uMe 
to  Exploring  Today's 
Assiatice  Teehnology 

The  Alliance  for 
Technology  Access 
This  book  will  show  you  how 
today's  technology  is  redefin- 
ing human  potential  and  what 
it  is  like  to  have  a  disability,  It  provides  usor-friendiy 
iji    pport,  information,  and  up-t(Miate  answers. 


DlSABILrnAND 

THE  Family 

A  Guide  to  Dedsiotts 
for  Adulthood 

H.TURNBlJLL,BrAL. 

This  practical,  easy-to  use 
guide  helps  answer  families' 
questions  concerning  the 
ftiture  needs  of  their  family 
members  with  disabilities. 
I  PB0S400  $29.00 


tRtiExcEPnomi 
PARElfT  1994  Besoukge 
Guide:  JMrectories  of 
National  Organizations, 
Associations,  Products 
&  Services 

A  valuable  reference  tool  for 
parents  and  professioiuds. 
EP0S5DR  $20.45 


Help!  This  Kid's  Driving  Me  Crazy! 

The  Young  Child  with  Attention  D^ficU  Disorder 
L.Adkins&J.Cady 
Information  about 
typical  behavior  char- 
acteristics; sugges- 
tions on  how  to  foster 
the  development  of 
appropriate  behavior. 

$5.00 
$89.00 


HEIF'I  TUIS  KID^ 

wtmm  HI  tMm 


i 


I>E040/ID  (ixMk) 
PE040{t«|ie) 


Honor  Thy  Son 
A  novel  by  Edgar  Award 
uinner  Lou  Shaw 
This  unforgettable  story  com- 
bines suspense,  terror  and 
international  intrigue — ^and 
a  father  and  a  son  each  pursu- 
ing a  dream. 

ABOSIOO  $12.95 


I  Am,  I  Can,  I  Will 

Ml  JTER  Rogers 
A  series  of  audio  and  printed 
materials  designed  for  young 
chUdren  with  disabilities. 
These  programs  may  be  used 
to  help  develop  a  child's  emo- 
tional, language,  perceptual, 
listening  and  creative  abilities. 
IStapMtSbooln 
PE0560D  $119.00 


I  Wish... 

Dreams  S  Realities 
of  Parenting  a  Special 
Needs  Child 

Kate  Divine  McAnaney 
A  book  about  conflict,  courage 
and  creative  solutions. 
CP074CP  $8.95 
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RUP0880D 


Making 
Changes 


MMKXQCINBMil 


OMCV'HYPBUCttffY 


The  Illustrated 
Directory  of  Disabhjty 
Products 

Moure  Mace 

Shows  hundreds  cf  products 
along  with  names,  addresses 
and  phone  numbers  so  con- 
sumers can  get  more 
htformation. 

1P02G00  $12.95 


It  Isnt  Fair! 

Sibltnes  of  Children  wiih 
DtsabiUties 

Edtted  BY  S.D.  Klein 
&  M.J.  Schleifer 
Features  ch^ters  by  parents, 
siblings  and  professioiuds. 
EPOOIEP  $14.95 


The  Language  of  Toys 

Teaching  Communication 
Sms  to  ^pedal-Needs 
Children 

S.  Schwabtz  &  J.  Miller 
Teaches  parents  how  to 
improve  their  child's  commu- 
nication skills  at  home  with 
fun,  easy-to-follow  exercises. 
WB0200D  $14.95 


LnTLE  Children, 
Big  Needs:  Parents 
Discuss  Raising  ChiJiren 
with  Exceptional  Needs 

Don  Weinhouse,  Ph.D.  and 
Marilyn  Weinhouse,  M.A. 
What  are  the  concerns  of  par- 
ents who  raise  disabled  chil- 
dren? This  question  is 
addressed  through  candid 
interviews  with  50  families  of 
range  of  disabilities. 

$12.95 

Making  Changes 

Family  Voices  on  Uetng 
withDlsabiliaes 

JanA.Spiegle 
Shares  self-reports  and 
I  visions  on  how  families  and 
professio.'.a."';  make  changes. 
BL0610I»  $19.95 


Management  of 
Children  and  Adoles- 
cents wtth  ADHD 
Third  Edition 

Ronald  J.  Friedman 
&OuyT.Doyal 

The  most  current  medical  and 
psychological  research  find- 
ings with  20  years'  clinical 
experience.  Written  in  a  clear, 
nontechnical  manner. 
PE039M>  $24.00 


Ill  il  iilriir 


I  iit'iii  >ii'  itti'f 


Out  of  Silence 

AJoumey  into  language 

Russell  Martin 
A  heartfelt  account  of  an 
autistic  child  struggling  to 
gain  the  gift  of  speech,  expos- 
ing the  depth  of  the  mind  and 
heart. 

HH083AM  $22.S0 


Physicians'  Guioe 
TO  Rare  Diseases 

Edited  by  J.G.  Thoene 
Over  1,000  pgs.  Contains 
information  on  approximately 
700  disorders. 

DP02100  $75.50 


Planning  FOB 
THE  Future 

Prodding  a  Meaningful  Lffe 
for  a  Child  with  a  Disability 
Hfter  Your  Death 

Mark  Russell 

AP0240D  $24.95 


J. 


-  Siblings  of  Oil!  Jrcn  v 
wi:h  Sp<.v;ii  NcL-di  ^ 


SmsHOPS 

Workshops  for  Siblings  of 
Children  with  Special  Needs 
Donald  J.  Uem 
How  to  provide  peer  support 
and  educational  opportunities 
for  sisters  and  brothers  of 
children  with  special  needs. 
PB0860D  $32.00 


That  Au  May  Worship 

An  Inteifaith  Welcome  to 
People  with  Disabilities 

GiNNY  THORHBURGH 

An  interfalth  handbook  to 
assist  congregations  in  wel- 
coming people  with  disabili- 
ties to  promote  acceptance 
and  full  participation. 
ND0840D  $10.00 


Trouble  with  School 

A  Family  Story  About 
Learning  Disabilities 

Allison  &  Kathryn  Di'nn 
This  book  takes  a  clear  look 
at  the  warning  signs  and 
comnion  problems  associated 
with  LD. 

WB028LD  $9.95 
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The  Wheelchak 
Traveler 

DouotASS  R.  Annand 
A  practical  dictionary  of  infor- 
mation for  the  traveler  with  a 
disability.  Includes  accessibil- 
ity ratings  of  hotels/motels  in 
the  U.S.,  Canada  and  Mexico 
and  useful  tips  for  parents. 
Wroi5i>D  $20.00 


INJURY 


Wsm  Young  Children 

ARE  Injured:  Families 
asCan^oersinHoapitaU 
and  at  Borne 

J.  Haltiwanger  &  M.  Lash 
A  book  about  the  family's  role 
in  caregiving  when  a  young 
child  is  injured. 
EP085ML  $7.50 


When  Your  Choj)  Goes 
TO  School  After  AN 
Injury 

Marilyn  Lash 

Issues  parents  need  to  con- 
front about  their  child's 
future  schooling,  health  care 
and  social  needs. 
EP006ML  $7.50 


When  Your  Child  is 
Seriously  Injured 

The  Emotional  Impact 
on  Families 

Marilyn  Lash 

Topics  include  preparing  for 
hospital  visits,  reaction  to 
loss,  helping  siblings,  and 
coping. 

EP005ML  $4.50 


MENTArRETARDATION 


BABIES 

with  IX 

?VNt«OMli 

I  (IM)l  I  M 

\!)  M  U. 
Ul  1  \l;l>\i  KIN 


i;i  Klt.iN  ill  M  l 


speak- 
easy!" 


Babies 

Down  Syndrome 

A  Parents' Guide 

Ed.  by  Karen  Sisay-Oundersen 
The  complete  gui(J»  new 
parents  of  babies  with  Down 
Syndrome.  Written  by  profes- 
sionals and  parents,  this  book 
covers  everything  new  parents 
need  to  know. 

WBOIOMR  $14.95 

The  Child  Who 
Never  Grew 

Pearl  Buck 

Brings  back  into  print  Buck's 
inspiring  account  of  her  strug- 
gle to  help  her  daughter  with 
mental  retardation. 
WB008MR  $14.95 


The  Conquest  of 
Mental  Retardation 

Burton  Blatt 

Basics  of  the  field — history, 
classification,  and  defini- 
tions— but  also  discusses  con- 
troversies: nature  vs.  nurture, 
deinstitutionalization  vs. 
institutionalization,  and  the 
educability  hypothesis. 
Pe>47Mit    (iianl)  $38.00 

Speakeasy 

People  With  Mental 
Handicaps  Talk  About 
Their  Lives  in  Institutions 
and  in  the  Community 

Karin  Melberq  Schwier 
People  labeled  mentally  handi- 
cspfei  speak  honestly  and  pow- 
eiMy  about  their  lives  in  insti- 
tutions and  in  the  community. 
PE044MR  $16.00 
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My  New  Brother 

by  Bryan  Welch 


My  12-year-old  stepbrother  Forrest,  Forrest's 
dad,  my  mom  and  I  all  got  married  one  yeai- 
ago.  We  were  all  part  of  the  wedding,  so  Mom 
says  we  all  got  married  into  a  family.  I  kind  of 
like  that  idea  now,  but  at  first  I  didn't.  You  see, 
Mom  and  I  were  together  for  seven  years — -just 
the  two  of  us.  Whenever  I  wanted  some  attention 
from  her,  I  got  it.  Now,  I  have  to  share  Mom  with 
Forrest. 

Forrest  has  Down  ^drome.  Many  people  don't 
understand  him  when  he  talks  or  acts  out  his  feel- 
ings in  public.  Kids  who 
have  Down  ^drome 
are  all  different;  my 
brother  doesn't  seem  to 
have  it  as  bad  as  another 
kid  in  our  school.  My 
mom  had  to  tell  my 
grandma  that  Forrest  is 
not  the  way  he  is 
because  of  his  real  mom 
and  dad,  that  Down  syn- 
drome could  lumpen  m 
any  family.  She  had  to 
explain  that  to  a  lot  of 
other  parents,  too.  Peo- 
ple really  don't  under- 
stand about  Down 


Forrest,  Mem  and  Bryan  share 
a  happy  moment  during  the 
pew  family's  honeymoon  trip. 


syndrome  until  someone  explains  it. 

Sometimes  I  get  a  little  upset  because  I 
think  Mom  praises  Forrest  more  than  me — 
like  one  time  when  Mom  let  Forrest  and  me 
walk  to  the  post  office  by  ourselves  and 
Mom  told  Forrest  she  was  proud  of  him  for 
looking  both  ways  before  crossing  the 
street.  My  feelings  were  hurt  until  Mom 
explained  that  she  knows  /  look  both  ways 
before  crossing  the  street,  but  she  had 
never  seen  Forrest  do  it  before.  Her  expla- 
nation made  sense  because  Mom  taught  me 
a  long  time  ago  that  I 
should  look  both 


Bryan's  new  family:  Bryan's  mother 
and  Forrest's  father  jot  married  on 
June  2, 1992.  Clockwise  from  left:  best 
man  GenUd  Leach,  groom  Forrest  Wil- 
son Sr.,  bride  Eileen  Wilson,  Melissa 
Wilson,  18,  Bryan  Welch,  7,  and  Forrest 
Wilson  Jr.,  11. 


ways  before  crossing, 
but  she  just  started  teach- 
ing Forrest. 

At  school,  some  kids 
tease  me  for  being  For- 


rest's little  brother.  When  that  lu^pens,  I  do  what 
Mom  told  me  to  do — put  my  hands  on  my  hips 
and  say,  "You  don't 
know  Forrest!" 
Then  I  walk  away. 

Sometimes,  kids 
tease  Forrest,  too. 
Mom  is  teaching 
him  to  say,  Tm  mad 
at  you,"  and  then 
walk  aw£^.  Most 
kids  in  school  really 
like  Forrest  and  me. 
We  don't  get  teased 
too  much. 

Forrest  is  fun  to 
play  with.  We  make 
all  sorts  of  things 
together.  We  like  to 
gang  up  and  tease 
Mom.  Forrest  plays 
basketball  really 

well,  better  than  a  lot  of  other  kids.  And  he  sure 
can  bat  when  we  play  baseball.  He  makes  home 
runs  every  time!  He  bats  and  I  run. 

Forrest  is  a  real  cool  brother.  I  love  him  very 
much. 

Bryan  Welch,  8,  lives  in 
ZiUah,  Washington.  He 
is  a  second-grader  at 
Hilton  EHementary 
School  He  enjoys  track, 
basketball,  baseball, 
swimming,  dirt-bike 
racing,  go-cart  ivcing, 
camping,  fishing  and 
karate.  He  collects 
sports  cards  and  is  an 
avid  chess  player. 

Forrest  is  in  the  fifth 
grade  at  Hilton  Elemen- 
tary School.  He  has  been 
 included  in  Zillah  pub- 
lic scliools  since  kinder- 
gatien.  He  plays  drwns  in  the  school  band,  and  also 
takes  guitar  lessons.  He  is  involved  with  his  school's 
tinck  team  and  is  also  a  member  oftlie  Mustangs,  a 
basketball  team  specializing  in  trick  shots. 


"Karate  kids"  Forrest  and  Bryan 
enjoy  participating  in  sports 
together. 
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The  Answer  To  An 
YourMobmy  Needs. 


II  brighten  your  holiday  season 
with  a  free  subscription  or  renewal  to 
Exceptional  Parent  Magazine  when  you  order  any 
of  our  Tumble  Forms  products.  Simply  mark  your  warrcTnty  card 
"Holiday  Promoti?)n  '  and  send  it  to  us".  This  will  activate  your  subscnplion. 


But  wait,  there's  more  bright  news'  Ypu  ll  also  receive  redeemable 
Tumble  Forms  dpilars.  good  towards  future  Tumble  Foims  purchases 


r  i)(  mote  iiiloimation  call  J  A  Preston  Coipoiation 
In  U.S.A.  1-800-631-7277. 
In  Canada  call  1-800-665-9200. 
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To  qualify  orders  must  b«  made  on  or  before  December  16, 1994  arnl  warranty  cards  mutt  be 

postmarked  on  or  before  Apnl  30. 1995. 
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Imagine  not  being  able  to  express  one's  own  thoughts  so 
that  others  may  understand. 
Now  with  a  Canon  CC-7S  or  CC-7P  Conununicator, 
imvone  s  dream  of  being  heard  can  come  true. 

These  electronic  aids  allow  people  who  are  hearing  and 
speech  disabled  or  motor  handicapped  to  etfecti\'ely  com- 
municate  in  their  daily  lives. 

Designed  for  easv  use,  all  of  the  Canon  Communicator  s 
operations  can  be  accomplished  by  using  the  keyboard  to 
tvpe  and  then  print  out  messages  onto  thermal  tape  for 
easv  readability'. 

With  the  Canon  CC-7S  Communicator,  you  can  record  a 
total  of  240  seconds  of  speech  under  26  locations-alphabet 
kevs-using  the  supplied  miaophone.  Playback  is  accom- 
pL^hed  through  the  built-in  speaker. 

Message  memory  enables  the  user  to  store  up  to  7000 
characters  under  the  26  alphabet  keys  in  memory.  Tliis 
allows  for  rapid  printouts  of  frequently  used  phrases. 
With  the  CC-75  Communicator,  it  is  also  possible  to 
program  the  message  memory  for  simultaneous  sound 
plavbackand  tape  printout. 

CANDN  CDMMUNICATDH 


CC-Tg  I  CG-7S 


The  single-key  operation  mode  helps  those  who  found 
striking  specific  kevs  difficult.  Keys  can  be  selected  by 
simplv  designating  the  row  and  column  which  intersect  at 
the  desired  kev  using  the  indicator  lamp'^  on  the  keyboard's 
right  and  bottom  edges.  AH  of  the  Communicator  functions 
can  be  used  in  this  special  mode. 

And  because  each  Conununicator  can  be  strapped  on  to 
a  v\Tist,  a  wheelduiir,  a  bed  rail,  v\'ith  a  battery  pack  or  AC 
cord,  thev  can  be  used  where\'er  they  may  be  needed. 

In  addition,  there  are  Canon  Factory  Ser\'ice  Centers 
throughout  the  world.  And  the  Canon  Communicator  gets 
first  priority  whenever  it  is  brought  in  for  ser\'ice.  Because 
Canon  knows  that  no  one  should  be  deprived  of  the  power 
to  speak  their  niind  and  to  be  heard. 


To  receive  your  free  information  about  the  Canon  Communicator 
CC-7S  and  CC-7P.  please  complete  this  form  and  mail  to: 
Canon  U.S.A.,  Inc.  Home  Office  Products  Division 
One  Canon  Plaza,  Lake  Success,  NY  11042 

'(.if^ -Please P';'"!    _  .   _.  _  — 
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Cover: 

During  the  school  year,  18-year-oUl 
Nhi  Duong  uses  a  home  computer 
and  the  Internet  to  keep  in  touch 
vnth  friends  she  made  during  the 
DO-IT (Disabililies,  Opportunities, 
Internetworking  and  Jichnology) 
summer  session  at  the  University 

of  Wash  ington  in  Seattle.  Nhi,  a 
senior  at  Evergreen  High  School  in 
SeatUe,  has  multiple  sclerosis  and 
is  legally  blind.  Bom  in  Vietnam, 

mi  moved  to  the  U.S.  in  1984. 
A  story  about  the  DO-IT  program 

begins  on  page  33.  Photograph 

by  Mary  Levin,  Un  iversity  of 
Washington. 
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Siuaa  D.  Klew,  Ph.D. 


Attention  readers!  Prepare  yourselves  for  an  emotionally  bumpy  trip  tiirough 
our  12th  Annual  Technology  Issue.  Incredible  and  wonderful  things  are  hj^pening  as 
more  and  more  children  and  adults  with  disabilities  access  the  powers  of  modem 

technology.  But  be  prepared  for  a  mixture  of  feelings — so  much  of 
this  technology  still  feels  so  far  out  of  reach,  and  so  much  remains 
expensive. 

It  can  be  overwhelming  to  consider  the  pace  of  change  and  the 
impact  of  technology  in  our  lives.  Bob  Williams,  commissioner  of 
the  Administration  on  Developmental  Disabilities  in  the  U.S. 
Department  of  Hoalth  and  H'jman  Services  (Too  Few  Exceptions 
to  the  Rule")  and  this  issue's  Role  Model,  Robert  Walsh,  both 
emphasize  the  importance  of  technology  to  fiill  participation  in 
community  life.  They  show  how  important  it  has  become  to  learn 
to  harness  the  power  of  technology  in  our  everyday  lives.  Yet  many  of  us  may 
wonder  if  we  actually  have  the  energy  to  learn  any  of  this  stuff. 

We  ^preciate  the  work  of  Jackie  Brand,  executive  director  of  and  long-time 
driving  force  behind  the  Foundation  for  Technology  Access,  in  pulling  together  the 
stories  you  will  read  in  "Real  People,  Real  Technology,  Real  Soluaons."  Sheryl 
Burgstahler's  article  about  the  DO-IT  program  provides  even  more  examples  of  the 
way  technology  access  can  help  children  with  disabilities  overcome  many  of  the 
attitudinal  barriers  unnecessarily  imposed  on  their  aspirations.  These  stories  are 
exciting!  It  is  incredible  to  see  how  children  with  disabilities — infants,  toddlers, 
school-age  kids  and  teens — ^are  learning  to  use  technology!  It  is  also  frustrating  and 
frightening  because  so  many  still  do  not  have  access  to  these  opportunities. 

In  our  first  Technology  Issue  back  in  1983,  we  noted  that  "an  estimated  $1)3.5 
billion  per  year  is  spent  to  provide  financial  support  for  adults  with  disabilities  who 
are  dependent  on  public  funds  for  food,  shelter,  medical  care  and  other  services.  We 
have  no  way  of  knowing  how  many  of  these  people  might  be  able  to  care  for 
themselves  or  even  hold  jobs  with  the  right  aids  and  training,  but  it  is  clear  that 
widespread  application  of  the  latest  technology  could  accomplish  a  great  deal." 

Looking  back,  we  can  see  how  much  has  already  been  accomplished.  Yet  as  Bob 
Williams  reminds  us,  we  must  work  to  assure  that  people  like  hinoself  or  Bobby 
Walsh  are  no  longer  exceptions,  and  that  every  child  with  a  disability  may  share  the 
opportunities  of  technology. 

In  the  ^irit  of  ghing 

On  rare  occasions  in  the  past  23  years,  this  column  has  mentioned  a  specific 
manufacturer,  this  is  one  of  those  occasions.  In  an  advertisement  in  our  October 
issue  and  in  several  other  publications,  wheelchair  manufacturer  Kuschall  of 
America  announced  a  plan  to  make  holiday  gifts  of  20  new  wheelchairs  to  individu- 
als in  the  United  States  and  Canada  who  nught  not  otherwise  be  able  to  obtain  them. 
Within  one  month  after  this  announcement,  the  following  companies  had  joined 
Kuschall  of  America  in  this  venture:  Freedom  Design,  Jay  Medical,  Kid-Kart,  LaBac 
Systems,  Pindot  Products,  Prime  Engineering,  Rhamdec,  Roho  and  Special  Health 
Systems.  Together,  these  companies  wUl  donate  holiday  gifts  with  a  retail  value  of 
more  than  $200,000.  Exceptional  Parent  will  join  this  effort  by  donating  a  gift 
subscription  to  each  recipient  of  a  holiday  gift  from  this  program. 

I  can  appreciate  that  many  consimiers  may  have  mixed  feelings  about  this  type  of 
corporate  gill-giving.  Yet,  to  my  knowledge,  this  has  never  happened  before  in  any 
season.  I  congratulate  the  participating  manufacturers  for  demonstxating  that  one 
person  and  one  company  can  make  a  difference. 

Happy  Tlianksgiving. 
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Outcomes:  Posture,  function,  and  tfT^^plty  improved. 

Comments:  Bobby  shows  greater  endurance  and  activity  in  the 
GS  Cushion  and  Back. 

R^le«f^  vylll  be  easy  to  male©  as  Bobby  continues  to  grow 


Inclusion  Article  Misleading 

I  read  "Making  Inclusion  Work"  (Sep- 
tember 1994)  with  interest  Mrs.  Hart  is 
to  be  commended  for  her  accomplish- 
ments with  her  daughter,  Angela 

My  son  is  an  inclusioiiary  student  as 
well,  and  I  know  that  the  amenities 
afforded  to  the  Harts — like  30-member 
"circle  of  friends"  meetings  and  four- 
times-per-year  child  study  team  confer- 
ences— are  not  available  to  the  average 
family.  My  husband  and  I  couldn't  per- 
suade our  child  study  team  to  meet  with 
us  at  all,  except  for  the  annual  review. 

I  find  it  difficult  to  believe  that  one 
could  persuade  Brownie  leaders,  soc- 
cer coaches,  a  principal  and  others  to 
care  enough  to  attend  a  meeting  about 
coordinating  all  aspects  of  a  child's  life. 
Obviously,  the  Harts  have  been  suc- 
cessful in  this  endeavor,  but  I  cannot 
imagine  this  as  a  realistic  scenario  for 
most  families  of  children  with  disabili- 
ties. For  most  childj-en  with  disabilities, 
positive  extracurricular  experiences 
are  rare.  Usually,  the  child  is  not 
accepted  or  wanted  by  other  children, 
the  achievement-oriented  parents  of 
these  children  and  the  facilitators  of 
the  activity.  Participation  in  sports  is 


reduced  to  the  cluld  donning  a  uniform 
and  being  permitted  to  attend  practices 
and  games  as  a  sort  of  team  mascot. 

The  article  does  not  accurately 
reflect  the  struggles  of  most  families 
who  have  a  child  with  a  disability. 
Please  include  articles  in  your  maga- 
zine that  will  help  average  families  deal 
with  the  special  education  system.  The 
reality  of  the  system  includes  continu- 
ally decreasing  funding  and  child  study 
teams  that  are  overloaded  with  cases. 
Most  children  will  not  get  the  attention 
afforded  to  Angela  Hart.  This  mislead- 
ing article  will  result  in  disj^ppointment 
and  disillusionment  for  families  trying 
their  best  to  cope. 

J.R.,  New  Jersey 


Fluoride  Rinse 

In  regard  to  the  article  on  dental  care 
for  children  with  disabilities  ("Brush- 
ing, Flossing  and  Rinsing,"  September 
1994),  I  am  concerned  with  Dr  Perl- 
man's  suggestion  to  use  a  fluoride  rinse 
on  a  child  whc  cannot  spit  or  rinse 
without  swallowing.  As  suggested  by 
my  dentist,  I  used  a  fluoride  rinse  on 
my  three-year-old's  teeth;  within  flve 


Tell  US  about... 

...your  experiences  with 
the  lEP  process. 

(What  changes  would  you  make?) 

Write  to:  lEP  Meetings, 
Exceptional  Parent,  209  Harvard 
St.,  Suite  303,  Brookline,  MA 
02146,  (617)  730-8742  (fax). 

A  sampling  of  reader  responses 
to  this  question  vM  appear  in 
a  future  issue. 


minutes,  he  vomited.  I  find  it  best  to 
brush  his  teeth  with  a  small  amount  of 
toothpaste  and  rinse  usiixg  my  finger 
covered  by  a  wet  washcloth. 

Fluoride  rinses  cany  a  warning  that 
they  should  not  be  swallowed.  So,  I 
advise  caution  if  there  is  a  chance  your 
child  may  swallow  even  a  small 
amount. 

E.M.C.,  New  York 

Editor's  Note:  Dr.  Perlman's  article 
did  not  recommend  tiiatjluoiide  rinse 
be  used  in  the  usual  manner  for  a 


>  To  reach  oiU  to  parents 

of  children  with  dtsabilities 
and  special  health  care  needs. 

>  lb  empower  mothers  and 
fathers  by  providing  practical 
information  and  emotional 
support 
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And  the 

healthcare 
professionals' 
answer  to 
safety. 

ProtectaCap*  is  ideal 
for  post-surgery  and 
therapeutic  activities. 
ProtectaCap  is  made 
with  proven  shock- 
absorbent  Ensolite* 
foam  which  helps  to 
prevent  injury  by 
absorbing  the  impact 
of  a  blow  or  fall. 
ProtectaCap's  unique, 
expandable  design 
provides  a 

comfortable,  custom  fit 
for  each  child  under 
six  yean  of  age. 
And  ProtectaCap 
weighs  only  three 
ounces. 

Tested  by  safety 
engineers, 
ProtectaCap  rates 
"excellent"  in  shock 
absorption.  It  replaces 
hard  plastic  by 
eliminating  weight, 
heat,  bacteria  and 
discomfort. 
Little  heads  are 
secured  quickly  with  a 
convenient  Velcro  - 
closure.  And 
ProtectaCap  is  fully 
machine-washable. 
ProtectuCap  is  cute, 
colorful,  and  adds  to 
the  self-esteem  of  any 
I  child  requiring 
headgear. 


((We  had  a  little  girl  with  hydrocephalus.  Because  of  her 
abnormally-shopedf  head,  we  couldn't  get  a  good  fit,  even  with 
custom-made  helmets.  ProtectaCap  fits  great  and  it  works  so  well. 
We've  been  very  happy  with  it.  Other  helmets  are  so  obstrusive- 
looking.  ProtectoCap  looks  so  nice." 

L.  Sosto-lun(^,  Occupational  Thfopkt,  Shrkms  HotpHol,  Poflhnd,  OS 


((ProtectaCap  will  stay  on  the  child  and  protect  his  head. 
AAost  children  have  weak  neck  muscles.  ProtectaCap  is  so 
much  lighter  than  other  helmets.99 

S.  Bolzf,  Physical  TharapisI,  Cotfomnod,  AZ 

((The  neurosurgeon  loved  ProtectaCap.  He  sent  it 
home  with  the  patient  after  cranial  surgsry.99 

Mtthodht  Hotpifal,  San  Antoma  TX 


((ProtectaCap  is  the  best  thing  in  the  world!  It's  so 
comfortable.  She  doesn't  take  it  off  her  head  like  the 
other  ones.  It  redly  protects  her.  And  it's  so  cute. 
Thank  you  very  much.99        M.  Milhr,  fannt,  lombard,  II 

((Your  ProtectoCaps  are  colorful  and  offer  many  good 
features  for  comfort.  We  will  recommend  them  to  our 
families.  9  9    OMnn't  HotpM  of  fMoMphia.  PhUodtlphia,  M 

((My  daughter  has  a  shunt  in  her  head. 
ProtectaCap  protects  it  really  well.  It's  wonderful.99 
C.  Vandtpol,  Bonn!,  Mng/iom,  WA 
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Haverkh  Ortho-Sport,  Inc. 

67  Emerald  Street 

Keene.  NH  03431  (603) 358-0438 


Haverich 


\  Europe's  leading  line  of  specialized 
'^'bicycles,  tricycles  and  tandems 
now  available  in  North  America. 
'Steel  frame.  Duel  caliper,  drum 
^  and  coaster  brakes  available. 
nP^irking  brakes  standard. 
Latest  styling  and  wide 
5!  choice  of  colour 
bombinations. 
^^ore  than  30  specially 
\  designed  accessories  to 
X  meet  every  need. 
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Where  kids  can  be  kids! 

Prescribed  daycare  facility 
for  medically  complex  children 
Ages  3  months  -  7  years 

Skilled  Nursing  Care  •  Therapy  Services 

Educational  Development        •  Infusion  Therapy 
•  Interaction  with  other  children  in  a 
developmentally  stimulating  environment 


A 
B 

C 


A 
B 
C 


A 
B 
C 


A 
B 
C 


)  CENTEAS  FOR  HHeOKMJLY  OePENDEKT  CHtlMBN 


Centers  nationally  located.  For  information  call 
(609)  354-9106 
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child  who  cannot  rinse  and  spit  with- 
out swaUxn'^ing.  For  such  a  child,  the 
article  spedfically  recommends  that 
the  caregiver  put  a  little  fluoride  rinse 
on  the  end  of  a  q-tip  which  can  be 
swabbed  over  the  child's  teeth. 


Professional  Praise 

This  letter  is  long  overdue.  I  am  a  pro- 
fessional who,  since  1965,  has  been 
involved  in  training  all  levels  of  staff 
who  deliver  services  to  individuals  with 
developmental  disabilities.  In  addition, 
I  recently  became  the  facilitator  for  a 
parent  support  group. 

I  cannot  stress  the  importance  of  the 
assistance  I  have  received  from  Excep- 
tional Parent.  The  articles,  letters  fix>m 
parents  and  special  departments  in 
each  issue  have  been  invaluable.  I  find 
more  helpful  information  in  this  maga- 
zine than  I  do  in  the  professional  jour- 
nals \  read. 

Please  keep  up  the  good  work.  Par- 
ents who  subscribe  call  the  magazine 
their  "bible." 

M.K.M.,  Georgia 

Spreading  the  Word 

As  usual,  I  read  the  September  issue 
cover  to  cover.  When  I  saw  your 
request  to  spreaid  the  word  about  the 
magazine,  I  wrote  an  article  which  will 
be  published  in  my  daughter's  school 
newsletter.  It  begins  like  this:  "Like  all 
busy  parents,  you  probably  do  not  find 
much  time  to  read.  However,  as  par- 
ents of  children  with  special  needs, 
there  is  one  monthly  publication  I 
would  encourage  you  to  make  time  for. 
It  is  called  Exceptional  Parent. . . "  I 
went  on  to  describe  the  regular  fea- 
tures of  the  magazine  and  give  sub- 
scription information. 

I  wanted  to  share  this  idc-a  as  an 
example  to  other  parents  who  also  may 
wish  to  spread  the  wora  about  Excep- 
tional Parent  through  their  child's 
school  publication. 

Thank  you  very  much  for  your  excel- 
lent magazine. 

E.K.L,  Neiv  York 

EniTou's  NoTK:  Tliank  you  for  sharing 
your  idea  with  vs.  We  continually 
hear f mm  new  readers  who  suy  they 
don't  know  u'hy  tliey  hadn't  heard  of 
thf  magazine  sooner.  Tlianksfor  help- 
ing to  get  the  loord  out. 
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PRODUCT  NEWS 


Lightweight  Portability  Solves 
Transport  Problem 

Convaid's  buggies  are  the  answer  tor 
mums  and  kids  on  the  go.  Long  known 
for  their  patented  folding  design,  thoy 
fold  with  all  positioning  adaptations  in 
place.  Moms  can  easily  lift  and  store  the 
buggies  in  a  car  trunk.  Great  for  indoor 
or  outdoor  use. 


Full  Range  of  Accessories 

A  choice  of  up  to  twenty  options  on 
Con\'aid's  buggies  includes  a  transparent 
detachable  tray,  made  of  unbreakable 
Lcxan",  and  a  detachable  canopy  for 
shade  and  protection  from  the  elements. 


New  BusMn  Tie-Down  Models 

Now  available,  the  Crui.ser  Transports,  a 
new  bus/\'an  tie-down  bu^'gy  line  frt)m 
Convaid,  successfully  crash  tested  at  30 
MPH,  20g  decel  in  a  forward-facing 
configuration  with  up  to  170  lb. 
dummy,  using  a  Q-Straint  (with 
positive  lock)  tie-down. 


Good  Looks,  and  Custom 
Comfort  Make  Kids  Smile 

Convaid's  EZ  Rider  makes  transport  easy 
and  fun  with  six  colors,  several  sizes  and 
extensive  adjustability. 


M 
C 


Convaid  continues  to  add  to  its  broad 
d^^itiOBitJj;  luggi^s  tq/it  any  age, 
'tiny  Siie  ini  mbsf  iti^t;bu^gets.  Choose 
from  the  GfwiStt  lijie  with, its  iiia,ny 
dtlferenc  potttkming  acceisories,  the  EZ 
Ridei  with  its  quick  folding  desigit,  or-any 
of  Convaid's  compact  foldilig  twggies.  iPliis 
we  offer  the  Cruiser  Tnnsport  line,  a 
bus/van  tie-down  successiully  teited  with 
up  to  a  170  lb.  dummy. 

Il^ll  Convaid  buggies  feature  our  patented 
'^ipkli'ig  design  which  eliminates  slump  and 
'  ^^.^aiaid  of  aaidental  folding,  iaaiine 
the  potpbilities. 

Mailt MiMJV^.  fktYeaiWamnn. 

^  799 
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Callji)day  for  your  Ircc  brochures  or 
the  location  of  your  nearest  dealer.  , . 

1-800-5524020 


Convaid 

PRODUCTS  INC 

r.O.  R.W      •  r.il,.v  WrJis,  C.\  90274  USA 
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Non-Organic  Failure  to  Thiive 

My  two-and-a-half-year-old  son  hjis 
been  diagnosed  with  non-organic  fail- 
ure to  tlmve.  At  first,  doctors  said  he 
was  experiencing  a  behavioral  feeding 
difficulty.  1  had  a  hard  time  accepting 
this.  Eight  months  ago,  he  had  com- 
plete gastrointestinal  and  endocrine 
evaluations  that  were  inconclusive, 
except  for  finding  the  parasite  giardia. 
He  has  been  fed  with  an  NG-tube  for 
the  last  six  months  but  has  experi- 
enced little  growth;  currently  he  has  a 
Mic-Key  G-tube.  I  would  love  to  hear 
from  anyone  with  a  similar  child. 

C.C.,  Washington 

Stepparent  Seeks 
Insurance  Information 

I  am  the  stepmother  of  a  five-year-old 
boy  who  was  bom  with  multiple  dis- 
abilities. Bom  prematurely  (at  34 
weeks  gestation)  eifter  an  otherwise 
normal  pregnancy,  Chris  has  been  diag- 
nosed with  cerebral  palsy,  spina  bifida, 
dual  lower-eyelid  coloboma  (clefts), 
hydrocephalus,  two-tliree  toe  syn- 
dactyly, dual  hemias,  a  high  double- 
grooved  palate  and  a  multi-cystic  kid- 
ney. He  had  some  seizure  activity  at 
birth.  No  syndrome  has  been  identified. 
All  chromosomes  are  normal. 


Seardi  and  Beyond  is  an  opportunity  for  our 
readers  to  exchange  information  about  their 
practical  experiences  meeting  the  eveijdjQr 
challenges  of  life  with  a  child  or  adolescent  with 
a  disabiUty.    also  (»7)«c(  pofVNte  to  as<;  (9ipn>- 


Please  indicate  whether  the  letter  is  a 
search  or  le^nae.  If  a  response,  be  sure  to  note 
in  which  issue  the  original  Search  letter 
appeared.  All  re^nses  are  forwarded  to  the 
writers  of  the  Search  letters;  some  are  published. 
Published  letters  may  be  edited  for  purposes  of 
space  and  clarity. 

WriieorfoK 

ScaicborKMpond 

Exceptional  Paiml 

•m  Harvard  Street,  Suite  303 

Brookline,  MA  02146-5006 

Fax:(617)730-8742 

For  btformation  about  specific  disabilities,  con- 
tact the  National  Organization  for  Rare  Disorders 
(NOBD),  100  Rt  37,  P.O.  Box  8923,  New  Fairfield, 
err  06812,  (800)  999NORD,  (203)  746-6618.  Also, 
see  "National  Resources  for  Specific  Disabilities 
and  Conditions"  In  Exceptional  Parent's  I99t 
Kmoune  QuUt  (January  1994). 


We  are  trying  to  get  health  insurance 
coverage  for  Chris.  At  the  time  of  his 
birth  and  related  surgeries  (the  last  one 
was  in  May  1992),  Chris  was  covered 
under  the  U.S.  military  medical  plan, 
but  my  husband  is  no  longer  in  the  mili- 
tary. Despite  the  fact  that  Chris'  birth 
problems  have  all  been  corrected  (to 
the  extent  that  they  can  be),  we  have 
been  unable  to  find  insurance  that  will 
cover  Chris  with  his  "pre-existing  con- 
ditions." We  want  coverage  only  for 
"normal"  childhood  illnesses  and 
iryuries.  Does  anyone  know  of  an  insur- 
ance plan  that  looks  favorably  on  chil- 
dren with  disabilities? 

Chris'  father  and  I  have  been  raising 
him  since  he  was  two  years  old  (my 
husband  has  full  legal  custody).  Chris 
lives  with  us  during  the  school  year  and 
visits  his  mother  and  stepfather  during 
the  summer  months.  In  spite  of  his 
lengthy  list  of  disabilities,  Chris  has 
progressed  remarkably  well.  He  is 
enrolled  in  a  public  school  special  edu- 
cation kindergarten  class  and  ei\joys 
the  activities  of  other  children  his  age. 
He  also  spent  two  years  in  an  early 
intervention  program  and  Head  Start. 
His  medical  conditions  have  all  been 
resolved.  Chris  looks  "different,"  but 
after  the  initial  stares  by  other  children, 
they  accept  him  like  any  other  child. 
He  is  extremely  outgoing. 

I  would  be  very  interested  in  corre- 
sponding with  parents  who  have  a  child 
with  similar  conditions,  or  other  step- 
parents of  children  with  any  disability. 

M.S.,  California 

Communication  Frustrations 

My  nine-year-old  son,  Scott,  is  currently 
included  in  the  first  grade  in  a  small 
rural  community.  Scott  has  spastic 
quadriplegia  cerebral  palsy  and  uses  an 
augmentative  comnumication  device 
(the  Liberator)  for  his  academic  and 
communication  needs.  He  cuirently 
accesses  his  Liberator  by  scanning,  and 
may  eventually  graduate  to  the  use  of 
ai\  infrared  light.  Scott  was  very  suc- 
cessful in  kindergarten  last  year.  By  the 
end  of  the  year,  he  was  well  on  his  way 
to  learning  his  alphabet  atid  some  letter 
sounds.  He  also  enjoyed  socializing 
with  the  other  children. 
However,  this  year  has  been  very 


frustrating  for  Scott  and  liis  teachers, 
ther^ists  and  parents.  He  seems  to  get 
upset  and  frustrated  very  easily,  espe- 
cially with  his  Liberator.  He  is  the  only 
student  in  the  entire  school  with  this 
degree  of  disability,  so  this  is  a  new 
experience  for  everyone. 

I  would  like  to  hear  from  other  par- 
ents who  are  in  a  similar  situation,  and 
would  £^preciate  some  new  ideas  from 
people  who  have  experience  in  mjiin- 
taining  an  augmentative  communica- 
tion device.  I  also  would  appreciate 
hearing  about  anyone  who  is  currently 
using  a  different  augmentative  commu- 
nication system  with  some  success. 

CD.,  Illinois 

Pfeijffer  Syndrome 

We  are  the  parents  of  an  outgoing, 
energetic  two-year-old  named  Bryson. 
He  has  Pfeiffer  syndrome  (a  craniofa- 
cial disorder)  and  hydrocephalus. 
Bryson  has  had  seven  surgeries  includ- 
ing one  shunt  placement. 

We  are  interested  in  the  genetic 
aspects  of  Pfeiffer  syndrome.  How 
many  children  in  the  United  States 
have  if?  Is  it  linked  to  a  chromosomal 
abnoimality?  If  so,  which  one?  Could  it 
be  diagnosed  witn  amniocentesis? 

We  also  are  interested  in  exchanging 
letters  with  other  families  of  children 
who  have  Pfeiffer  syndrome. 

B.H.  &  M.H.,  North  Camlina 

Down  Syndrome  and  Blind 

I  have  a  daughter  who  is  a  little  over 
one  year.  At  birtli,  Morgan  was  diag- 
nosed with  Down  syndrome  and  sev- 
eral heart  problems.  This  was  unex- 
pected and  devastating  news.  But 
before  it  even  had  time  to  sink  in,  Mor- 
gan was  also  disignosed  with  a  cancer- 
ous brain  tumor  (astrocytoma).  Morgin 
was  two  and  a  half  months  old  when 
she  was  admitted  to  the  hospital  for  a 
long  stay  in  which  she  fought  for  her 
life.  It  is  a  miracle  she  made  it.  As  a 
result  of  the  cancer,  however,  she  is 
completely  blind. 

I  have  been  unable  to  find  anyone 
else  dealing  witli  this  combination  of 
problems.  Is  there  anyone  out  there 
who  has  a  child  like  mine? 

A.R.G.,  North  CaroUm 
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Bed-wetting  won't  bother  him  tonight. 
And  you  can't  see  why. 


Pull-Ups*GoodNites'"absorbent 
underpants  are  the  first  ones  ever  made 
for  bigger  children-45  pounds  and  up. 

They're  superabsorbent,  yet  so  thin, 
they  all  but  disappear  under  pajamas. 

The  child  slips  them  on  and-acci- 
dent  or  not-wakes  in  a  clean,  dry  bed. 
With  a  whole 
new  positive 
attitude. 

GoodNites'" 
will  help  keep 
kids  dry  until 
they  outgrow 
bed-wetting. 
Since  3  million 
kids  share  this  problem,  that's  a  lot  of 
good  mornings. 

Get  the  GoodNites'"  Guide  for  Kids- 
yours  for  sending  just  $1  postage  and 
handling  to:  GoodNites'"  Book  Offer,  P.O. 
Box  1125,  Maple  Plain,  MN  55592. 


GoodWites 


®Kf|(ljltrtdlr«iletrurkoli;imli»rly.rl«rkCorpuralloii  «  lM4KCr. 

"GoodMtes'^mean 
Good  Mornings" 
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Ventilator  Dependence 

D.S.  (August  1994)  wanted  to  know  kow  other  parents  car- 
ing for  a  child  who  is  ventUator-dependent  "deal  with 
everyday  life. "  D.S.  is  the  parent  of  a  two-and-a-hxjJf-year- 
old  who  has  a  form  of  muscular  dystrophy. 

As  a  result  of  congenital  cytomegalovirus  (CMV)  infection, 
our  seven-year-old  daughter,  Jennifer,  has  been  ventilator- 
dependent  since  birth.  The  number  of  children  like  ours  is 
increasing,  but  I  suspect  that  all  parents  like  us  have  felt  iso- 
lated and  desperate  at  those  times  when  even  a  trip  to  the 
grocery  store  becomes  impossible. 

Over  the  years,  there  have  been  important  elements  that 
have  helped  our  famUy.  First,  you  need  to  have  a  reliable  res- 
piratory care  company,  a  good  relationship  vvith  a  hospital 
pediatric  pulmonary  rehabilitation  department  and  an  avail- 
able physician.  These  professionals  must  be  people  who 
know  what  a  tremendous  responsibility  you  have  and  under- 
stand the  stresses  you  may  feel.  They  need  to  be  able  to 
teach  you  how  to  care  for  your  child  and  be  available  to  help 
you  troubleshoot  technical  problems  that  occur. 

Second,  you  need  to  train  additional  family  members  and 
friends  to  take  care  of  your  son.  Although  we  may  think  we 
can  provide  24-hour-a-day  vigilance,  we  must  also  find  time 
for  ourselves.  Teaching  others  about  your  son's  needs  may 
seem  difficult,  but  make  it  an  important  goal. 

We  have  had  many  adventures  with  Jeiuiy  and  her  vent 
Our  van  was  stolen  once,  along  with  her  spare  ventilator.  I 
wasn't  worried  about  tlie  car— it  was  the  vent  I  wanted  back! 
In  retrospect,  it  seems  that  patience,  perseverance  and  a 
sense  of  humor  have  allowed  all  of  us  to  survive. 

Whenever  I  have  been  ready  to  give  up,  I  have  realized 
Jenny  wasn't  giving  up,  and  that  has  encouraged  me.  She  has 
become  a  delightful  little  girl,  ventilator  and  all! 

E.M.A.,  Colorado 

Community  Involvement 

J.R.  (September  1994)  has  a  nine-year-old  son  with  atten- 
tion deficit  hyperactivity  disorder  (ADHD),  avditory  pro- 
cessing disorder  and  secmuiary  autistic  tendencies.  He 
nxently  completed  a  year  of  supported  Inclusion  in  the  sec- 
ond grade.  His  social  life  during  that  year  was  difficult, 
though  J.R.  and  her  husband  did  all  they  could.  J.R.  xuanted 
suggestions  from  parents  who  have  been  succesisful  in 
involving  their  children  in  their  communities. 

Our  l&-year-old  son,  J.R.,  was  diagnosed  vrith  borderline 
Tourette  syndrome,  dyslexia  and  ADHD  when  he  was  very 
young.  He  had  low  self-esteem  and  no  self-confldence.  He 
was  very  shy.  Over  a  nine-year  period,  he  took  four  different 
medications.  Some  helped;  others  didn't. 

Since  starting  school,  J.R.  had  been  in  self-contained  spe- 
cial classes.  The  only  community  involvement  we  could  find 
was  Special  Olympics.  We  tried  Cub  Scouts,  baseball,  soccer, 
basketball  and  football.  None  of  our  efTorts  were  successful. 

In  1990,  J.R.  tried  Taekwon-do,  the  Korean  art  of  self- 
defense.  WitMn  tlu-ee  months,  he  was  off  his  medication  and 
learning  self-control. 
Tbday,  J.R.  is  Q'2",  175  lbs.  and  a  three-time  national  cham- 
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USA 
PATENT  PENDING 


Proving  good  looks,  convenience 
and  proper  positioning  woric 

wonderfully  together. 


kTil-EZ.  Adluttablc  High  Chair  Bate 


*  Three  Models 

*  Grows  from 
Infant  to  age  7 

*  Complete 
Positioning 
System 

Easy  to  fold 
Easy  to  transfer 
Easy  to  adjust 
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pion  in  the  sport.  He  has  been  a  mem- 
ber of  the  U.S.  National  Taekwon-do 
Federation  (USNTF)  Junior  National 
Team  for  two  years.  In  April  1995,  he 
will  compete  in  Seoul,  Korea  to,  as  he 
states,  "show  that  'made  in  the  USA'  is 
better  than  'made  in  Korea'" 

Taekwon-do  gave  our  son  self- 
confidence,  higher  self-esteem,  hon- 
esty, self-control  and  discipline.  It 
also  gave  him  a  new  meaning  in  life.  I 


hope  you  will  try  it  for  your  son  and  I 
hope  it  works  as  well  for  you  as  it  has 
for  us  and  many  other  parents  who 
have  tried  it  with  kids  with  ADHD. 
Don't  expect  miracles  overnight;  it 
will  take  time,  but  the  rewards  are 
incredible. 

Any  reader  is  welcome  to  get  m 
touch  with  me  to  learn  more  about 
Taekwon-do.  I  have  asked  Exceptiotial 
Parent  to  publish  my  address.  It  is: 


Super  Light,  Super  Strong, 
Super  Safe,  Super  Simple. ..the 
Columbia  Car  Seat  has  been  the 

#1  choice  since  1986  Thousands  of  Columbia  Car 

Seats  are  now  in  use,  and  we  have  received  some  amazing  crash  stories.  One 
grateful  father  in  Louisiana  sent  a  picture  of  his  badly  crumpled  van  and  said, 
"My  4-year-old  son  escaped  without  a  scratch,  did  not  even  break  his  glasses." 
One  mother  in  Colorado  vwote,  "Thank  you  for  making  such  a  wonderful  car 
seat!  I  really  like  how  comfortable  Imy  son]  is  in  it.  On  Dec.  5, 1991,  we  were 
hit  extremely  hard  on  the  passenger  side.  My  6-year-old  son,  a  healthy  65 
pounds,  was  not  hurt  at  all  because  your  car  seat  held  him  so  securely." 
Our  years  of  real  world 
experience  give  you 
peace  of  mind 
knowing  your  child  is 
comfortable  and 
secure  in  our  seat! 

PLUS  it's  light- 
weight, easy  to  use, 
good-looking  and 
easy  to  care  for! 


T  lit'  most  cr.ish-losled 
1.11  scat  cn.iil.ible... 
p.issi'ii  for  cliildien 
ho  111  20  lo  102  l  bs., 
vi'l  \VI  f(,\\S  WW  1 
AS  ML  (  il  .IS 
loinp.u.iblc 


Ask  for  our  FREE 
Full  Color  Catalog 
of  convenient, 
helpful  products 


:  NOW  INCI  UDI  S  l'(=)SITI()M\(,  I'AO  KI  T! 


The  Columbia  Car  Seat  is  your  best  value! 

•  The  LIGHTEST  special  car  seat-easy  to  handle! 

•  Fits  easily  into  ALL  vehicles,  no  matter  how  compact! 

•  EXCEEDS  all  Federal  safety  standards! 

•  Approved  for  car,  school  bus  and  even  airplane  travel! 

•  Fits  your  choice  of  4  stroller  bases! 


MEDICAL  (800)454-6612 

Ml-G.  CORP.    P.icific  P.ilis.idos,  CA  ')0272 
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Susan  West,  5915  East  25th  Place, 
Tulsa,  OK  74U4. 


Werdni^Hoffinan  Disease 

B.O.  (September  1994)  is  the  mother  of 
five-year-old  Daniel,  who  has  been 
diagrwsed  with.  Werdnig-Hoffinan  dis- 
ease (spinal  muscular  atrophy,  type  I) 
and  a  seizure  disorder.  He  has  a  feed- 
ing tube  and  has  been  hospitalized  fiv- 
quently  due  to  aspiration  pneumonia. 
He  cannot  roll  over,  sit  up,  crawl  or 
ivalk,  but  uses  an  electric  wheelchair 
and  is  very  mobile.  He  retains  control 
of  his  arms  and  hands  and  is  excep- 
tionally bright  B.O.  wanted  to  hear 
from  others  with  information  about  or 
experience  with  this  condition. 

Like  your  son,  I  have  spinal  muscular 
atrophy.  My  19-year-old  sister  has  it, 
too.  We  weren't  diagnosed  until  I  was 
about  19.  In  1977,  the  doctors  told  our 
parents  that  we  had  Werdnig-Hoffman 
disease,  but  they  never  said  what  type 
we  had. 

My  mother  says  that  my  sister  and  I 
both  seemed  fine  at  birth.  My  sister 
was  doing  everything  a  "normal"  child 
would  do  until  she  had  her  first  DPT 
shot;  it  seemed  to  make  the  disease 
speed  up.  I  also  was  fine  until  I  had  my 
first  shot.  By  the  time  I  was  12, 1  had  to 
get  a  wheelchair.  I  was  just  too  weak  to 
hold  myself  up. 

My  condition  is  not  as  bad  as  my  sis- 
ter's. I  can  move  around.  I  can  get  out 
of  my  wheelchair  and  transfer  myself 
to  the  couch  or  bed.  But  Heather  has 
had  to  have  metal  rods  put  in  her  back 
because  of  scoliosis.  She  was  hospital- 
ized several  times  when  she  was 
younger  because  of  pneumonia 
Doctors  told  my  parents  that  my  sister 
would  not  live  to  the  age  of  five.  Now, 
she  is  almost  20.  She  is  doing  great.  She 
graduated  from  high  school  and  is  now 
attending  a  local  college. 

As  for  me,  I'm  now  24,  married  and 
have  two  beautiful,  "healthy"  daughters. 

S.C.,  Tennessee 


Undiagnosed 

D.T.&B.T.  (August  l'.m)  were  look- 
ing for  a  diagmsLsfor  ttu'irfm>-year- 
old  daughter,  wlu>  remains  undiag- 
nosed. Katie  ha.s  hyjmtouia, 
minveephaly  and  nienUtl  retaliation. 
She  is  non-veital,  makes  iucomistoit 
eye  eoutaet,  drools  and  walks  xoith  a 
iridegait.  Her  pamHs  thought  she 
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might  have  Angdman  sytidwme  but 
have  been  told  that  is  not  possible. 

My  daughter,  Eniily,  was  diagnosed 
with  Angelman  syndrome  (AS)  when 
she  was  three.  I  was  struck  by  the  fact 
that  you  were  told  AS  was  not  a  possi- 
bility. We  were  told  the  same  thing. 

Emily  had  all  the  tests  you  describe 
plus  an  even  closer  look  at  the  15th 
chromosome  where  most  people  with 
AS  have  a  deletion.  Our  doctor,  a 
geneticist,  ruled  out  AS  based  on  fac- 
tors I  later  discovered  were  erroneous. 
Most  doctors  are  unfamiliar  with  or  not 
up-to-date  on  the  syndrome. 

On  my  own,  I  sent  a  tape  to  the 
Angelman  Research  Group  at  the  Uni- 
versity of  Florida.  Based  on  the  video- 
tape alone,  the  doctor  there  felt  an  AS 
diagnosis  was  likely.  A  subsequent 
methalation  test  showed  the  chromoso- 
mal deletion.  We  found  out  that  there 
are  labs  across  the  county  which  can 
do  a  DNA  probe  for  AS  which  provides 
a  better  test  than  even  the  high  resolu- 
tion g-banding  that  had  been  ordered 
by  our  doctor.  Also,  a  significant  per- 
centage of  children  are  clinically  diag- 


nosed with  AS,  but  do  not  show  a  dele- 
tion. So  being  "deletion-negative" 
would  not  necessarily  rule  out  AS. 

Some  of  the  liallmark  characteristics 
of  AS  which  you  specifically  mentioned 
in  your  letter  include  having  a  happy 
disposition,  irregular  sleep  patterns, 
high  level  of  sociability,  hypotonia, 
petite  stature,  microcephaly,  wide  gait, 
drooling  and  stronger  receptive  than 
expressive  language  skills.  You  also 
mentioned  that  Katie  likes  having  her 
hands  rubbed.  I've  never  seen  that  in 
AS  literature,  but  my  daughter  is  the 
same  way.  It  relaxes  her  and  helps  her 
fall  asleep.  Emily  also  tends  to  fixate 
on  things  she  really  loves,  like  water, 
balloons  and  "Barney"  videos. 

I  wonder  if  Katie's  inconsistent  eye 
contact  might  be  the  result  of  a  vision 
problem — another  common  AS  charac- 
teristic. My  daughter,  like  many  people 
with  AS,  has  strabismus  and  is  near- 
sighted. 

I  strongly  reconmiend  that  you  con- 
tact the  Angelman  Syndrome  Founda- 
tion (5950-77  SW  20th  Ave.,  Gainesville, 
FL  32607, 904/332-3303)  and  the  Angel- 


man Research  Group  (University  of 
Florida/Genetics,  Box  J-296,  JHM  HC, 
Gainesville,  FL  32610-0296,  904/392- 
4104).  If  I  had  followed  my  doctor's 
advice  thai  AS  was  not  a  possibility, 
Emily  would  still  be  undiagnosed.  I 
urge  you  to  have  your  daughter  evalu- 
ated for  AS  by  those  who  are  the  most 
current  on  the  syndrome. 

My  husband  and  I  found  that  one  of 
the  most  valuable  benefits  of  having  a 
diagnosis  is  the  ability  to  connect  with 
other  families  who  are  facing  siinilar 
educational  and  behavioral  issues  and 
professionals  who  are  addressing 
these  challenges  successfully.  Even  if 
Katie  is  not  diagnosed  with  AS,  she  has 
so  many  AS  characteristics  that  you 
might  benefit  from  being  part  of  our 
organization. 

M.M.,  Kentucky 

Editor's  Note:  D.T.  and  B.T.  received  a 
number  of  siinilar  letters  fixmi  par- 
ents whose  children  were  positively 
diagnosed  with  Angelman  syndmme 
after  the Jirst  doctor:-;  they  had  seen 
had  told  them  it  was  not  a  possibility. 


independence  in  school, 
environments  through 
appropriate  assistive 
more  information 
(401)  438-9500  ext,  260 
evaluation,  please 


Meeting  Street  Center 

Assistive  Technology  Center 

The  mission  of  Meeting  Street  Assistive  Technology  Center  is  to  enable  people 
to  maximize  their 
work,  home  and  community 
the  use  of  the  most 
devices  available.  For 
contact  Danielle  King  at 
or  to  make  a  referral for  an 
contact  Kris  Auger  at  (401)  438-9500  ext.  299. 


667  Waterman  Avenue,  East  Providence,  Rhode  Island,  02914 
(401)  438-9500      (401)  438-3760  FAX      (401)  438-3690  TDD 

Meeting  Street  Center  is  the  local  afTiliate  for  the  National  Easter  Seal  Society 
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Familiar  Faces 


Four-year-<M  Samantha 
Diaz  shows  off  her  dino-sissed 
charm  in  a  costume  she  chose 
herse^— "Barney's" friend, 
Baby  Bop.  Samantha,  who  has 
Down  syfndrome,  xoas  one  of 
the  first  students  xoith  a  dis- 
ability to  be  included  in  regu- 
kar  dosses  at  her  pttblic  school - 
in  Yonkers,  New  York. 


Last  Halloween,  Kert 
Ann  SenUnarls  was 

an  island  prince — 
Staten  I^nd,  New 
Yorlf,  UuU  is.  Keri,  6, 
attends  P.S.  37.  Each 
year,  Keri  cdebrates 
her  birthday  and 
Halloween  within  a 
Sew  weeks— no  won- 
der October  is  her 
favorite  month' 


• 

A" 

- 

"Sister^  Mary  Chikasuye,  now  IS,  enjoys  iridc-or-treat- 
ing  vjith  brother  John,  12,  in  Honolulu,  Hawaii.  Mary, 
who  has  devdopmental  delays,  attends  Kailva  Intermedi- 
ate School  and  competes  in  ramp  holding  in  the  Special 
Olympics.  Mary's  family  lirses  on  a  mountainside  over- 
looking the  ocean.  They  say  that  getting  her  wh  -  xhair 
door-to-door  is  their  favorite  Halloween  sport 


Two-year-old  Corty  Graham  rode  a  detril  of  a  hayride 
during  the  Halloween  camiixd  at  his  eariy  intervention 
program  last  year.  Corey  lives  mlh  his  parents,  Melissa 
and  Jon,  in  Ovett,  Mississippi.  He  loves  going  to  school, 
especially  when  a  party  is  part  of  the  schedule!  Carey 
has  developmental  deiays. 

This  witch  casts  quite  a  spell  on  everyone  she  meets! 
Kerah  Moss,  4,  lives  in  Marietta,  Georgia  with  her  par- 
ents. Palmer  and  Marsha,  and  brother  Corey,  13.  Kerah, 
who  has  cerebral  palsy,  attends  "Rmbetlake  Elementary 
School 
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♦  EXcmiiNiL  mm  t  November  1994 


I  fM     ti  tlm  ■  iMMlto  «MiM  (MptlNl  w  iMt  o(  your  chM  emVor 
(atrtly  with  other  readers  of  fieflptkwi/ftwnfi'Serxl »»:  fleeJKs'  Photos,  BcofMonl 
/*wt  209  Harvard  Street,  Suite  303,  BrooWirio,  M*  02146.  (Soriy,  phote  cain«  to 
returiied.)  Ot)  a  sepvale  sheet  o(  paper,  write  your  child's  M  tnme,  age  at  the  lime  photo 
was  taken,  addrets  and  daytime  phone  nunter,  arid  ktenllfy  everyone  In  the  photo.  If  you 
like,  you  can  also  wilts  a  tew  sentonM  atmjl  your  chW.  Then  look  to  a  linM 
an  upcoming  istuel 
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THE  ONLY  PRESCRIPTION 

FORMULATION  OF 
LEVOCARNITINE  IS  NOW 
AVAILABLE  FOR 
REIMBURSEMENT 


•  CARNITOR*  (levocamitine)  is  now  available  for  reimbursement  by  Medicaid  in  all  50  states 
and  Medicare  in  many  states. 

•  CARNITOR*  is  the  only  prescription  formulation  of  levocamitine  available  and  "...should  not  be 
confused  with  dietary  and  health  supplement  L-camitine  products....  Such  supplements  have  not 
undergone  review  by  FDA  for  safety  and  effectiveness."' 

•  "Unless  these  dietary  supplements...have  been  approve'd... recommendations/  requirements  by 
State  Medicaid  agencies  would  be  inappropriate  for  the  treatment  of  systemic  camitine  deficiency."^ 

•  "The  data  from  this  and  previous  studies  indicate  a  iacl<  of  quality  control  In  the 
manufacturing  process  of  tablets  and  capsules  in  products  sold  as  food  supplements, 
resulting  in  gross  inconsistencies  in  the  properties  of  the  tablets  to  disintegrate  under 
physiological  conditions  within  a  reasonable  time.  Furthermore,  there  is  evidence  that 
many  of  the  products  contain  significantly  less  than  the  stated  amount  of  the  active 
substance,  suggesting  also  a  lacl(  of  quality  control  in  the  formulation  of  the  product."^ 

•  "Only  the  prescription  form  of  levocamitine  is  indicated  for  the  treatment  of  carnitine 
deficiency.  Over-the-counter  and  health  food  store  products  should  never  be  substituted."* 
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P/ease  see  full  prescribing  lr}formation  on  adjacent  page. 
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Ttie  Only  Prescription  Formulation! 
Available  In  Tablets,  Oral  Solution, 
and  Ampoules  for  Intravenous  Use... 
And  Now  Available  for  RelmbunamentI 


sigma-tau  Pharmaceuticals,  Inc. 

O^ttMrabuia,  MO 

A  iMKtor  In  HMtabollc  rasMirch 


a 


CARNmMI 

ILEVOCARNITINEI 

The  Only  Prescription  Formulation!  Available  in  Tablets, 
Oral  Solution,  and  Ampoules  for  Intravenous  Use... 
And  Nnw  Available  for  Reimbursement! 


References:  1 .  Data  on  file.  Sigma-Tau  Pharmaceuticals,  Inc.  Writton  communication  from  the  RxxJ  and  Dnjg  Administration.  2.  Data  on  file.  Sigma-Tau  Pharmaceuticals.  Inc.  Written 
Communication  from  the  Department  of  Health  and  Human  Services.  3.  American  Medical  Association.  Therapy  foe  inborn  errors  of  metatwiism.  Drug  Evaluations.  Spring  1992: 
8:1-8:5. 4.  Millingtoo  DS,  Dubay  G.  Dietafv  supplement  Lomitine:  analysis  ct  different  txands  to  determine  bioavailability  and  content.  Clin  Rgsaaich  &  Reg  Affairs.  1993;10(2):71-80. 


CARNnOR*  (LEVOCAnNcnO  IkbMa  and  Oral  Sohitkm 
For  oral  ua*  only,  Net  for  parenteral  uae. 

CARNITOR*  (Levocarnitine)  Tablets  (330  mg) 
CARNTOR*  (Levocarnitine)  Oral  Solution 

(1  g  per  10  mL  multidose) 
CARNITOR*  (Levocarnitine) 
Before  prescribing,  please  consult  complete  product 
Information,  a  summary  of  which  follows: 

INDICATIONS  AND  USAGE: 

CARNITOR*  (Levocarnitine)  Tablets  and  Oral  Solution  are 
Indicated  In  the  treatmer^  of  primary  systemic  carnitine 
deficiency. 

Tablets  and  Oral  Solution  are  also  Indicated  for  the  acute  and 
chronic  treatment  of  patler^s  with  an  Inborn  error  of 
metat>ollsm  which  results  In  a  secondary  carnitine  deficiency 

CONTRAINDICATIONS  None  known. 
WARNINGS  None. 
PRECAUTIONS 

Qaneral  CARNITOR*  Oral  Solution  is  for  oral/lnternel  use 
only  Not  for  parenteral  use.  Gastrolntestlnel  reectlons 
may  result  from  too  rapid  consumption.  CARNITOR*  Oral 
Solution  may  t>e  consumed  alone,  or  dissolved  In  drinks  or 
other  liq  jid  foods  to  reduce  teste  fetlgue.  It  should  t>e 
consumed  slowly  end  doses  should  t>e  spaced  evenly 
throughout  the  day  (every  3-4  hours,  preferably  during  or 
following  meals)  to  maximize  tolerance. 

Carcinogenesis,  Mutaaenesis,  Impairment  of  Fertility 

Mutagenicity  tests  have  been  performed  in  Salmonalla 
typhimurium,  Sacc/ieromyces  cerav/s/ee,  and 
Sc/ii20sacc/iaFomyces  pombe  that  do  not  Indicate  that 
CARNITOR*  Is  mutagenic.  Long-term  enlmal  studies  have 
not  been  conducted  to  eveluate  the  carcinogenicity  of  the 
compound. 

Pregnancy 

Pregnancy  Category  B 

Reproductive  studies  have  t>een  performed  In  rats  and 
rabbits  at  doses  up  to  3.8  times  the  human  dose  on  the 
basis  of  surface  area  and  have  revealed  no  evidence  of 
Impaired  fertility  or  harm  to  the  fetus  due  to  CARNITOR*. 
There  are,  however,  no  edequato  and  well-controlled 
studies  In  pregnant  women.  Seceuse  animal  reproduction 
studies  are  not  always  predictive  of  human  response,  this 
drug  should  t>e  used  during  pregnency  only  K  clearly 
needed. 

Nursing  mothers  It  is  not  known  whether  this  drug  Is 
excreted  In  human  milk.  Becauco  many  drugs  ere  excreted 
In  human  milk,  e  decision  should  t>e  made  whether  to 
discontinue  nursing  or  whether  to  discontinue  the  drug, 
taking  Into  account  tlie  Importance  of  the  drug  to  the 
mother. 

Metabolism  and  excretion 

Reference:  Retwuce  CJ,  et  al:  Carnitine  metatwllsm  end 
deficiency  syndromes.  Mayo  Clin  Proc  58:533-540,  1 983. 

Pediatric  use  See  Dosage  and  Admlnlstrstlon. 
ADVERSE  REACTIONS  Various  mild  gastrointestinal 
complaints  have  t>een  reported  during  the  long-term 
administration  of  oral  L-  or  D,  L-carnltine:  these  Include 


transier^  nausee  end  vomiting,  at>dominel  cramps,  and 
diarrhea.  Mild  myasthenia  has  been  described  only  in 
uremic  patients  receiving  D,  L-carnltlne.  Gastrointestinal 
adverse  reactions  with  CARNITOR*  (Levocarnitine)  Oral 
Solution  dissolved  In  liquids  might  l>e  avoided  by  a  slow 
consumption  of  the  solution  or  t>y  greater  dilution. 
Decreasing  the  dosage  often  diminishes  or  eliminates 
drug-releted  pallent  botiy  odor  or  gastrointestinal 
symptoms  when  present.  Tolerance  s^ould  be  monitored 
very  closely  during  the  first  week  of  aamlnlstratlon,  end 
after  any  dosage  Increases. 

OVERDOSAQE  There  have  been  no  reports  of  toxicity 
from  carnitine  overdosage.  The  oral  LD5Q  of  levocarnitine 
In  mice  Is  19.2  g/kg.  Carnitine  may  cause  diarrhea. 
Overdosage  should  t>e  treated  with  supportive  cere. 

DOSAQE  AND  ADMINISTRATION 

CARNITOR*  Tablets:  Recommended  adult  dosage  Is 
990  iTtg  two  or  three  times  e  dey  using  the  330  mg  tatslets, 
depending  on  dinlcal  response.  Oral  Solution:  the 
recommended  dosage  of  levocarnitine  Is  1  to  3  g/day  for  a 
50  kg  sutiject  which  Is  equivalent  to  1 0  to  30  mL/day  of 
CARNITOR* (Levocarnitine)  Oral  Solution. 
Recommended  dosage  for  Infants  and  children  is  50-100 
mg/kg/day  in  divided  doses,  with  a  maximum  of  3  g/day 
Dosage  should  start  at  50  mg/kg/day  end  t>e  Increased 
slowly  to  a  maximum  of  3  g/day  (30  mL/day)  while  essessing 
tolerance  and  therapeutic  response.  Monitoring  should 
Include  periodic  blood  chemistries,  vital  signs,  plasms 
carnitine  concentratkxis,  and  overall  clinical  condition. 

HOW  SUPPLIED  CARNITOR*  Tablets  are  supplied  es 
330  mg.  Individually  foil-wrapped  teblets  in  t>oxes  of  90. 
Store  at  room  temperature  (25°C/77'F).  CARNITOR'Oral 
Solution  Is  supplied  iii  1 18  ml  (4  fl  oz)  multiple-unit  plastic 
containers  packaged  24  per  case.  Store  at  room 
temperature  (25*  C/77'F). 


CARNITOR*  (LEVOCARNITINE)  Injection 
For  Intravenoue  Uae  Only 

CARNITOR*  (Levocarnitine)  Injection  1  g  per  5  mL 

CARNiTOR*(Levocarnltlne) 

Before  prescrltxng,  please  consult  complete  product 

Information,  a  summary  of  which  follows: 

INDICATIONS  AND  USAGE: 

For  the  acute  and  chronic  treatment  of  patients  with  en 
jnt>orn  error  of  metet>olism  thet  results  In  secondary 
carnitine  deficiency 

CONTRAINDICATIONS  None  known. 

WARNINGS  None. 

PRECAUTIONS 

Carcinogeneols,  Mutagenesis,  Impairment  of  Fertility 

Mutagenicity  tests  performed  In  Salmonelle  typhimurium. 
Saccharomyces  cerevisiae,  end  Sc/iizosacc/isromyces 
pombe  Indicate  that  levocernitlne  is  not  mutagenic.  No 
long-term  animal  studies  have  been  performed  to  evaluate 
the  carcinogenic  potential  of  levocarnitine. 
Pregnancy 
Pregnancy  Category  S 

Reproductive  studies  have  been  performed  In  rats  and 


rabbits  et  doses  up  to  3.8  times  the  human  dose  on  the 
basis  of  surface  area  and  have  revealed  no  evidence  of 
Impelred  fertility  or  herm  to  the  fetus  due  to  CARNITOR*. 
There  are,  however,  no  adequate  and  well-controlled 
studies  In  pregnar^  women.  Because  animal  reproduction 
studies  are  not  always  predictive  of  human  response,  this 
drug  should  be  used  during  pregnancy  only  if  clearly 
needed. 

Nursing  mothers  It  Is  not  known  whether  this  drug  Is 
excreted  in  human  milk.  Because  many  drugs  are  excreted 
in  human  milk,  a  decision  should  t>e  made  whether  to 
discontinue  nursing  or  to  discontinue  the  drug,  taking  Into 
account  the  Importance  of  the  drug  to  the  mother 

Metabolism  and  excretion 

Reference:  Relwuche  CJ,  et  al:  Carnitine  metatwlism 

and  deficiency  syndromes.  Mayo  Clin  Proc  58:533-540, 

1983. 

Pediatric  use  Seo  Dosage  and  Administration. 

ADVERSE  REACTIONS  Transient  nausee  end  vomiting 
have  been  observed,  l-ess  frequer^  adverse  reactions  are 
body  odor,  nausea,  end  gastritis.  An  Incidence  for  these 
reactions  is  difficult  to  estimate  due  to  the  confounding 
effects  of  the  underlying  pathology. 

OVERDOSAGE  There  have  been  no  reports  of  toxicity 
from  levocernitlne  overdosage.  The  oral  LD5g  of 
levocarnitine  In  mice  Is  19.2  g/kg.  Large  doses  of 
levocarnitine  may  cause  diarrhea. 

DOSAGE  AND  ADMINISTRATION 

CARNITOR*  Injection  is  administered  Intravenously 
The  recommended  dose  Is  50  mg/kg  given  as  e  slow 
2-3  minute  bolus  Injection  or  t}y  Infusion.  Often  a  loading 
dose  Is  given  in  patients  with  severe  metabolic  crisis 
followed  t>y  en  equivalent  dose  over  the  following 
24  hours.  It  should  t>e  administered  q3h  or  q4h,  and  never 
less  then  qSh  either  t>y  Infusion  or  by  intravenous  Injection. 
All  subsequent  dally  doses  are  recommended  to  t>e  In  the 
renge  of  50  mg/kg  or  as  therapy  may  require.  The  highest 
dose  administered  has  t>een  300  mg/kg. 

It  is  recommended  that  e  plesma  carnitine  level  t>e 
obtained  prior  to  beginning  this  parenterel  therapy.  Weekly 
end  monthly  monitoring  Is  recommended  es  well.  This 
monitoring  should  Include  blood  chemistries,  vital  signs, 
plasma  carnitine  concentrations  (the  plasma  free  carnitine 
level  should  t>e  tietween  35  and  60  mksromoles/llter),  end 
overell  clinical  condition. 

Parenteral  drug  products  should  t>e  Inspected  visuelly  for 
particulate  matter  and  discoloration  prior  to  administration, 
whenever  solution  end  contelner  permit. 
HOW  SUPPLIED  CARNITOR*  (Levocernitlne)  Injection, 
1  gram  per  5  mL,  Is  avellable  In  5  mL  single  dose  ampoules 
peckeged  5  ampoules  per  certon. 

Store  ampoules  at  room  temperature  (25'C/77'F)  in  carton 
until  their  use  to  protect  from  light.  Discard  unused  portion 
of  an  opened  ampoule,  as  they  contain  no  preservative. 
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Ask  the  Doctor 


by  David  Hirsch,  M.D. 


Flu"  and  "Pneumonia"  Vaccines 


QMy  three-year-old  has  spastic 
diplegia  (a  form  of  cerebral  palsy 
involving  two  extiemities,  usually  the 
legs)  and  mild  developmental  delays 
in  motor  and  speech.  She  is  in  a 
preschool  program  where  she  gets 
speech  and  physical  ther^y.  She  has 
been  fairly  healthy,  usually  getting 
only  a  few  colds  each  year.  The  rest 
of  the  family  is  healthy  also.  Should 
she  get  a  "flu"  shot? 

A Your  daughter  does  not  have  one 
of  the  "classic"  indications  for  an 
influenza  vaccine — ^age  over  65; 
chronic  cardiovascular  (heart)  or 
pulmonary  (lung)  disorders,  includ- 
ing asthma;  chronic  metabolic  dis- 
eases such  as  diabetes;  any  condition 
or  treatment  causing  immunosup- 
pression or  a  weakened  inmiune  sys- 
tem; kidney  disease;  conditions 
which  hamper  the  production  of 
blood;  long-term  aspirin  therapy  or 
residence  in  a  nursing  home  or  long- 
term  care  facility.  However,  I  believe 
she  should  be  vaccinated  against 
influenza. 

The  vaccine  is  veiy  safe,  only  occa- 
sionally giving  local  tenderness  and 
fever  The  only  true  contraindication 
(reason  not  to  give  the  vaccine)  for 
the  influenza  vaccine  is  an  allergy  to 
eggs  or  egg-containing  products.  One 
cannot  get  influenza  from  the  "flu" 
vaccine.  While  the  vaccine  will  not 
protect  your  daughter  from  the  com- 
mon cold  or  other  respiratory  viruses 
such  as  parainfluenza  (a  virus  which 
causes  "croup,"  colds,  pneumonia 
and  bronchitis)  or  R.S.V.  (respiratory 
syncytial  virus,  the  most  common 
cause  of  bronchiolitis  and  viraJ  pneu- 
monia in  young  children),  it  will 
significantly  reduce  the  risk  or  the 
severity  of  an  illness  that  would 
make  her  miserable  for  one  to  two 
weeks  and  cause  her  to  miss  school 
and  therapy. 
Check  with  your  daughter's  doctor 


about  the  best  type  of  influenza  vac- 
cine for  her.  You'll  need  to  get  her 
immunized  as  soon  as  possible.  And 
because  the  influenza  viruses  change 
from  year  to  year,  the  influenza  vac- 
cine needs  to  be  given  each  year. 

QOur  son  has  epilepsy  which  is 
controlled  fairly  well  with  an 
anticonvulsant.  He  also  has  asthma 
and  is  on  inhalation  treatments  and 
occasionally  steroids.  He  gets  a  "flu" 
vaccine  each  year.  Do  you  think  he 
also  should  get  a  "pneumonia"  vac- 
cine? 

A The  "pneumonia"  vaccine  is 
actually  a  vaccine  that  gives  pro- 
tection against  a  number  of  strains  of 
a  bacteria  known  as  Streptococcus 
pneumoniae  (pneumococci).  Individ- 


uals for  whom  the  "flu"  vaccine  is 
recommended — ^those  over  65  years 
old  and  those  with  chi  onic  pul- 
monary disorders,  including  asthma; 
immunosuppressive  problems  or 
other  chronic  medical  conditions — 
should  receive  this  vaccine  also.  It 
also  is  recommended  for  children 
over  two  years  old  who  have  chronic 
illnesses  which  may  cause  an 
increased  risk  of  pneumococcal 
infection. 

Unlike  the  influenza  vaccine,  the 
pneumococcal  vaccine  usually  needs 
to  be  given  only  once.  Side  effects 
such  as  redness  and  pain  at  the  iiyec- 
tion  site  are  common,  but  typically 
very  mild.  Please  contact  your  son's 
physician  for  more  information  about 
this  vaccine. 


Ask  the  Doctor  is  a  reg- 
ular depaitment  of 
Exceptional  Parent  in 
which  iptestumsffxm 
readers  are  answered  by 
David  Hirsch,  M.D.,  a 
boardrcert^ied  pediatri- 
cian and  memberofihe 
Editorial  AdiHsory  Boari'\ 

ofEXCSmONALPASBNT 

magazine.  Dr.  Hirsch  is. 
a  partner  in  Phoenix  .  ' 
Pediatries,  Ltd.  in 
Phoenix,  Arizona.  He 
specializes  in  treating 
children  with  deoelop- 
mentcU  disabilities  and  dmmic  illnesses. 

Whenever  possible.  Dr.  Hirsch  makes  /specific  suggestions.  However, 
since     Hirsch  is  responding  to  letters  and  will  not  havepersoruUly 
emmi'ked  the  child  in  question,  parents  need  to  reiHew  his  suggestions 
with  the^'^ild's  regular  physician  and  other  appropriate  pr(ifessionals. 
When  DrS^HirsOi  occasUmaUy  mentions  specific  products  or  medications, 
he  i'  doii]g  so  to  illustnUe  his  suggestions;  he  it  not  endorsing  any  specific 
products^' 

7b  submit  a  question  to  Dr.  Hirsch,  write  orfiix:  Aak  the  Doctor, 
ExcEPnoNAi  Parent,  209  Harvard  Street,  Suite  303,  Brooklim,  UA  0S146- 
5005,  Fax:  (617)  7itO-8742. 
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TECHNOLOGY 


The  Alliance  for  Technology  Access  presents. . . 

eal  People,  Real  Technology, 
Real  Solutions 

The  Alliance  for  Technology  Access  (ATA)  is  dedicated  to  redefining 
hitman  potential  through  the  imaginative  and  empowering  applica- 
tion of  technology  for  children  and  adults  with  disabilities.  Nojo 
numbering  47  centers  in  the  United  States  and  Canada  (see  list 
beginning  on  page  26),  each  center  provides  opportunities  for  people  with 
disabilities,  their  families,  friends,  advocates  and  sen-vice  providers  to  get 
hands-on  eocpei'ience  to  learn  more  about  tfie  ways  assistive  technology  can 
enhance  independence,  achievement,  pmdux:tivity  and  quality  of  life.  Work- 
ing in  collaboration  with  75  technology  developers  and  manvfacturens,  each 
ATA  center  is  equipped  with  the  latest  information  about  available  products 
and  services. 

Technology  is  no  longer  a  luxury  in  our  society.  Information  about  and 
access  to  technology,  including  products  and  information  services,  has 
become  crucial  to  educational  achievement,  employment  and  participation 
in  the  jvorid.  Each  ATA  center  is  ready  and  eager  to  help  potential  users  of 
technology  become  familiar  with  today's  exciting  technology  tools.  Thiough 
demonstrations,  consultations,  seminais  and  a  myriad  of  other  activities, 
mote  than  100,000  people  each  year  are  discover- 
ing tools  and  set-vices  which  signijicantly 
enhance  their  lives.  In  these  pages,  you  jvill 
meet  a  few  of  tliose  people. . . 


When  I  was  asked  if  I  wanted  to 
write  a  short  story  about  my 
son,  Michael,  and  his  use  of  assistive 
technology,  I  was  very  excited.  I'm 
thrilled  to  be  able  to  spread  the  word 
about  hew  assistive  technology  has 
turned  Michael  into  the  independent 


John 

Assistive  technology 
helps  one  chUd  prove 
the  "experts"  wrong 
By  John  Duganne 

1v"as  bom  with  cerebral  palsy 
in  1971.  My  first  public  school 
program  was  a  development  cen- 
ter for  children  with  severe  dis- 
abilities. Unlike  the  other  kids,  I 
couldn't  control  my  movements 
and  1  couldn't  talk.  The  teachers 
told  my  parents  I  was  not  learn- 
ing. The  school  psychologist 
tested  me  and  said  that  I  was 
mentally  retarded.  ^■■^> 

Luckily,  my  parents  didn't 
believe  it.  They  believed  I  needed 
friends  and  support  to  be  able  to 
do  things  my  body  wouldn't 
allow  me  to  do.  My  stepfather  began 
building  switches  and  other  gadgets, 
and  my  mother  began  to  advocate  for 
me  to  be  included  in  everything  with 
kids  my  age — school,  play  groups 
and  church.  I  left  public  school  and 
began  attending  a  private  alternative 


and  empowered  yoimg  boy  he  is  and 
will  continue  to  become . 

When  Michael  was  bom  six  years 
ago,  he  was  without  oxygen  for  at 
least  18  minutes  during  and  after 
birth.  As  a  result,  he  does  not  sit, 
stand  or  walk.  He  has  speech  prob- 
lems and  has  not  yet  been  able  to 
feed  himself  independently. 

When  Michael  was  about  18 
months  old,  his  early  intervention 
teacher  noticed  that  although 
Michael  could  not  ilso  his  hands  very 
well,  he  consistently  used  his  left 
foot  to  manipulate  objects,  especially 
his  favorite  books.  Michael  was  intro- 
duced to  a  computer  by  the  time  he 
was  two  years  old. 

Michael  is  the  first  child  with  mul- 
tiple disabilities  to  be  fully  included 
into  a  regulai-  first  grade  classrootn 
in  our  school  system.  Michael's 
Intellikeys  keyboard  has  become  his 
tool  for  completing  written  work  on 
his  personal  computer  in  the  class- 
room. During  reading  lessons, 
Michael  sits  with  his  classmates  at 


school  where  I  was  the  only  kid  with 
a  disability. 

But  I  still  had  trouble  learning. 
After  two  years,  the  teachers  at  the 
private  school  suggested  1  return  to 
public  school  where  there  would  be 
special  education  teachers  to  help 


Tliis  was  the  begimiing  of  real  life  for 
me.  Tliere  were  no  adaptive  devices 
at  tliat  time,  so  my  family's  first  inven- 
tion was  to  put  plastic  wrap  over  the 
keyboard  so  I  wouldn't  drool  on  it. 
They  taped  a  pencil  into  my  hand  to 
touch  tlie  keys.  My  family  and  I  saw 
that  the  computer  could 
be  a  learning  and  com- 
munication tool  for  me. 
And  we  have  been 
working  at  making  it 
perfomi  for  me  ever 
since. 


me.  But  my  IQ  test  followed  me;  peo- 
ple saw  my  wheelchair  and  inability 
to  talk  before  they  saw  me.  Again,  1 
ended  up  in  a  class  for  students  with 
severe  disabilities. 

Then  I  got  my  fii-st  computer.  It 
was  1978,  and  I  was  seven  years  old. 


John  Duganne,  ^3, 
i-ecentiy  enteied  the  Cal- 
ifornia I}istitute  for  the 
Arts  ujtiere  lie  is  study- 
ing computer  anima- 
tion. The  technology 
John  uses  on  an  evenj- 
day  basis  includes  a 
Macintosh  Power  PC 
8100  equipped  u^ith  a  Modenta  Head- 
mouse  icith  wireless  optical  sensor 
which  allows  John  to  contml  a  cursor 
on  the  screen  irith  head  movements. 
A  version  of  John's  story  appeared  in 
the  book  Compi'Ticr  Rk.sovhcI'Xs  ix)R 
Pmpu:  WITH  DisMiiLims. 


the  reading  table  using  an  adapted 
chair. 

I  cannot  imagine  that  Michael's 
integration  would  have  been  as  su( 
cessful  if  assistive  technology  had 
not  given  him  a  way  to  express  his 
tiioughts  and  ideas.  Just  the  other 
day,  Michael's  teacher  commented 
that  he  has  become  a  real  "chatter- 
box" in  class.  I  don't  think  she  real- 
ized how  happy  that  made  me 
feel — not  that  I  v/ant  Michael  to  talk 
out  of  tiUTi,  but  his  teacher's  com- 
ment showed  me  how  many  friends 
he  has  made  at  school. 

1  hate  to  think  about  how  limited 
Michael's  life  would  be  without  all 
this  equipment  to  help  him  interact 
with  his  peers,  family  and  commu- 
nity. Assistive  technology  has 
unlocked  my  son's  intellect.  It  has 
allowed  him  to  express  himself — not 
only  to  me,  but  to  the  rest  of  the 
world.  Assistive  technology  has 
Jilit^ady  empowered  his  young  body 
and  mind.  I  can  only  imagine  the  pos- 
sibilities in  store  for  his  future. 


Beth  and  Michael  Smith. 


Michael  Smith,  6,  is  ajirst-ymderat 
T.A.  Ijowery  Elementary  School  in 
Chaiies  Town,  West  Vii-ginia. 
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During  a  1981  visit  to  the  home  of 
10-year-old  John  Duganne,  Dusty 
became  fascinated  with  everything 
John  could  do  with  his  Apple  com- 
puter. (See  John's  stoiy  on  page  21.) 
At  that  time,  control  was  a  big  issue 
for  Dusty,  because  she  had  Down 
syndrome  and  very  little  control  over 
things  in  her  life.  With  John's  com- 
puter, she  could  push  a  button  and 
make  things  happen.  Dusty's  parents 
had  to  drag  her  home  from  that  first 
encounter  with  technology. 

Dusty,  then  six.  was  attending  a 
regular  kinder- 
garten class. 
Her  teachers 
told  her  par- 
ents that  she 
did  not  pay 
attention  weU 
and  would  not  stay 
on  task.  Dusty  s 
mother  knew  the 
trick  would  be  to 
find  a  task  Dusty 
wanted  to  stay  on. 

Through  her 
research,  Dusty's 
mother  learned  that 
children  with  Down 
syndrome  tend  to  be 
good  visual  learners. 
That  clinched  it.  At 
Christmas,  her  parents  bought  Dusty 
an  Apple  computer  and  some  soft- 
ware programs  that  would  be  both 
educational  and  fun.  Dusty  learned 
the  keyboard  quickly  and  began  to 
practice  counting  without  being 
asked. 

Dusty's  mott»er  had  no  prior  expe- 
rience with  computers  or  other  tech- 
nology. She  did  not  consider  herself 
"mechanically  inclined,"  but  she  and 
Dusty  learned  together.  As  a  way  to 
get  Dusty  access  to  a  computer  at 
school,  her  mother  volunteered  to 
teach  computer  use  to  other  students 
in  Dusty's  class.  As  the  students 
played  with  the  computer,  Dusty's 
teacher  began  to  realize  Dusty  could 
be  included  in  computer  activities, 
like  everyone  else. 

The  computer  was  an  invaluable 
tool  for  Dusty  as  she  moved  through 
the  educational  system.  As  a  student 
at  her  local  high  school.  Dusty  used  a 
Macintosh  computer  with  large  print, 
a  talking  word  processor  and  a  word- 
prediction  program.  Using  these 


tools,  she  wrote  children's  books  in 
her  English  class,  then  read  these 
stories  to  the  children  in  the  daycare 
center  where  she  worked. 

Dusty's  mother  says,  "Technology 
gave  Dusty  confidence  in  her  ability 
as  a  learner.  She  began  to  feel  good 
about  herself.  She  has  always  been 
able  to  do  the  things  without  the 
technology  that  she  does  with  it.  But 
without  the  computer,  her  work 
appears  to  have  been  done  by  a  six- 
year-old.  With  the  computer,  it  looks 
as  if  it  were  done  by  a  person  her 
age.  Before  technol- 
ogy, writing  was  some- 
vy^  thmgof  a'Catch-22' 


situation  for  Dusty.  She  would  write 
something  and  have  someone  make 
corrections.  Then  she  would  copy 
the  text  again — fixing  the  old  mis- 
takes, but  often  making  new  ones  in 
the  process.  With  a  computer,  she 
can  foUow  the  usual  writing  and  edit- 
ing process — and  get  it  right." 

Dusty's  mother  adds,  "Technology 
is  highly  motivating,  and  can  bring 
out  the  best  in  a  child.  As  a  parent,  1 
tliink  it  can  help  you  discover  the 
ways  your  child  learns  best  because 
it  gives  you  so  many  exciting  avenues 
to  explore.  It's  a  feel-good  thing — fun 
for  the  whole  family.  It's  also  a  good 
integrator.  For  us,  it  attracted  kids 
from  around  the  neighborhood  who 
wanted  to  come  over  and  play." 

Dusty,  nou)  19,  attends  a  transi- 
tional progravi  at  the  College  of 
Mann,  a  commnnity  college  in 
northern  Califirmia.  A  version  of 
Dvsty's  stojy  appeared  in  the  book 
Computer  Resources  tvR  Peopij: 

WITH  DiSABIUTIES. 
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ATA  Update 

by  Jacquelyn  Brand 

In  addition  to  the  services 
offered  at  each  ATA  center, 
some  of  the  Alliance's  key 
national  initiatives  include: 

Universal  design 

The  ATA  is  working  closely 
with  mainstream  hardware 
and  software  developers  to 
build  access  into  their  prod- 
ucts. One  company  in  particu- 
lar, Br0derbund  Software — the 
successfiil  publisher  of  such 

The  ATA  is  very 
concerned  about 
the  growing  gap 
between  technology 
"haves"  and 
"have-nots." 

weU-known  educational  soft- 
ware as  Kid  Pix,  Print  Shop 
and  the  Carmen  Sandiego 
games — has  approached  this 
topic  with  concern,  interest 
and  heart  The  Alliance  has 
been  working  with  Broder- 
bund  to  identify  key  universal 
design  elements.  The  ATA  also 
tests  Br0derbund  software 
products  to  make  sure  they  are 
compatible  with  common 
assistive  technology  devices. 
These  results  are  published 
each  year  in  Br0derbund's  cat- 
alog of  educational  software, 
making  impropriate  software 
selection  tiiat  much  easier  for 
parents  and  educators. 

Creating  accessible 
school  con^ater  labs 

The  ATA  is  collaborating  with 
the  Mattel  Foundation  and  IBM 
in  the  implementation  of  a 
msgor  national  initiative — the 
Computer  Learning  Lab  Pro- 
ject— ^wliich  brings  IBM  Writ- 
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NFA  Update  continued 


ing-Tt>-Read  labs  to  elementary  schools  across  the 
country  and  around  the  world.  ATA  trainers  travel  to 
schools  that  have  been  selected  by  the  Mattel  Founda- 
tion to  receive  these  labs,  and  provide  extensive  train- 
ing and  follow-up  for  teachers  in  the  use  of  a  variety  of 
software  solutions,  ad^tations  and  strategies  to  allow 
students  with  disabilities  to  be  full  participants  with 
peers.  We  have  learned  that  labs  can  be  accessible  to 
all  students  once  teachers  become  comfortable  with 
the  tools  at  their  disposal.  Working  together,  Mattel 
Foundation,  IBM  and  the  ATA  are  demonstrating  that 
all  means  oZt. 

Accessiiig  Computer  Technology 
in  our  Nei^iborhoods  (ACTION) 

The  Alliance  has  just  concluded  a  three-year  pilot  pro- 
ject designed  to  reach  out  into  communities  and  neigh- 
borhoods which  have  been  traditionally  imderserved 
by  technology.  In  five  communities  across  the  coimtry, 
ATA  centers  conducted  technology  fairs,  visited  shop- 
ping malls,  HeadStart  programs,  churches  and  other 


key  community  locations  to  introduce  people  to  the 
possibilities  of  technology. 

While  one  segment  of  our  society  becomes  more  and 
more  sophisticated  in  using  new  technolo^es,  the  ATA 
is  very  concerned  about  the  growing  g^  between  tech- 
nology "haves"  and  "have-nots."  The  ACTION  project 
was  designed  to  develop  and  implement  strate^es  for 
reaching  commimities  which  have  not  yet  had  opportu- 
nities to  learn  about  technology.  An  outreach  manual  is 
currently  in  development 

Coniingsoon... 

The  Alliance  is  developing  a  series  of  seminars  on  the 
role  of  technology  in  the  transition  from  school  to 
work.  Supported  by  a  grant  from  Citibank  and  the  J.M. 
Foimdation,  the  ATA  will  be  training  students,  parents, 
educators  and  rehabilitation  professionals  to  look 
closely  at  the  laws  pertaining  to  transition  and  the  use 
of  technology.  The  seminars  will  also  focus  on  technol- 
ogy implementation  strate^es  which  may  lead  to 
employment 

Jacqudyn  Brand  is  the  executive  director  of  the 
Foundation/or  Technology  Access. 


Peter  Cameruca  is  a  beautiful  four- 
year-old  with  cerebral  palsy.  Peter 
cannot  use  his  hands,  but  thanks  to 
assistive  technology,  he  can  read  a 
book,  play  a  game  and  color  a  pic- 
ture. He  is  imable  to  talk,  but  he  can 
commimicate.  Peter  cannot  walk,  but 
he  races  aroimd  the  neighborhood 
with  his  friends. 

Peter  was  introduced  to  assistive 
technology  by  the  local  toy  library 
and  began  using  adapted  toys  around 
his  first  birthday. 
With  toys  run  by 
switches,  he  could 
play  and  explore  like 
any  other  child. 

Peter's  greatest 
love  is  to  have  some- 
one read  to  him.  His 
desire  to  participate 
in  book-reading  ses- 
sions created  his 
next  need  for  assis- 
tive technology.  At  18 
aonths,  Peter  received  his  first  com- 
numication  device,  a  Prentke  Romich 
IntroTalker.  This  first  augmentative 
communication  device  gave  Peter  a 
way  to  tell  the  person  reading  to  him 
when  to  tiun  the  page  and  when  to 


read  it  again.  He  could  also  talk 
about  what  was  happening  in  the 
story.  By  his  second  birthday,  Peter 


IMing  the  usual 


Peter  Cameruca  enjoys  play- 
ing with  brother  David,  6,  and 
cousin  Jordan,  2. 


This  created  his  third  need  for  assis- 
tive technology.  A  Macintosh  com- 
puter and  a  variety  of  games  adapted 
for  switch  input  gave  Peter  and 
David  an  activity  in  which  both  could 
participate  on  an  equal  basis. 

Children  in  Peter's  neighborhood 
tend  to  play  in  large  groups.  In  the 
course  of  a  day,  kids  travel  from 
house  to  house  and  yard  to  yard. 

Peter's  desire  to  participate 
created  his  fourth  need  for 
assistive  technology.  Now,  a 
power  wheelchair  enables 
him  to  be  part  of  the  group. 

With  assistive  technology, 
Peter  can  go  across  the 
street  to  visit  a  friend,  play 
games  with  his  brothers  and 
talk  about  his  favorite  books 
with  his  mom.  Assistive  tech- 
nology allows  Peter  to  do  the 
usual  in  unusual  ways. 


was  using  augmentative  communica- 
tion to  talk  to  a  large  number  of  peo- 
ple about  many  things. 

Next,,  Peter  needed  a  way  to  partic- 
ipate in  activities  with  his  older 
brother,  David,  and  other  children. 


Petei-  Cameruca  lives  in 
Columbus,  Ohio  ivith  his  parents 
and  two  hwtliers,  David  and  Joey. 
Melinda  Peters  Todaro,  tlie  author  of 
this  piece,  is  Peter's  aunt. 

Conlititied  on  page  25 
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"I more  talk." 


"I  want  to  tell  a  story. " 


"I  want  b)  spell  and 
talk  faster." 


Now,  It  Oifers  3  Powerful  Software  Solutions. 


DynaVox  Was  Just  The  Beginning. 

When  we  first  introduced  the  revolutionary  Dyna- 
Vox' augmentative  communication  aid,  the  response 
was  overwhelming. 

Because  people  found  that  DynaVox's  modem  dyna- 
mic-display system  was  much  easier  to  learn  than  tradi- 
tional devices.  So  much  easier,  in  fact,  that  most  people 
could  begin  using  the  DynaVox  in  less  than  half  an  hour. 

But  ease  of  use  is  only  one  part  of  the  DynaVox 
story  Another,  equally  important  part,  is  communica- 
tion flexibility. 

The  Choice  is  Yours. 

Now  DynaVox  users  can  choose  between  3  power- 
ful software  systems,  each  designed  to  serve  a  different 
range  of  needs. 

DynaSyms*  2000  is  the  comprehensive  language- 
based  system  that  provides  users  with  nearly  two 
thousand  symbols,  many  of  which  are  electronically 
animated.  But  it's  not  just  a  collection  of  pictures,  it's 
a  complete,  clinically-designed  visual  language  that  fol- 
lows the  basic  rules  of  human  speech.  It  helps  pro- 
mote rapid  learning  and  spontaneous  self-expression. 

I>ynaWrite*  is  the  software  package  for  those 
who  prefer  to  spell  their  messages  and  em- 
ploy "word  prediction."  Dyna Write  analyzes 
as  you  write,  learns  your  words  and  offers 
choices  for  the  next  word  -  based  on 
grammar  rules,  recent^  and  freciuency,  a 
built-in  4(),(X)0  word  dictionary,  and  more. 


People  can  then  select  the  word  they  want  with 
a  single  keystroke,  and  compose  messages  much  faster 
than  ordinary  letter-by-letter  typing. 

Finally,  DynaWrite/DynaiSyms*  combines  all  the 
benefits  of  both  programs  into  one  fully-integrated 
package.  It  offers  a  long-term  solution  for  those  who 
are  making  the  transition  to  literacy  -  or  who  are 
literate  and  appreciate  the  power  of  symbols. 
Dedicated  To  Communicatioa 
And  because  the  DynaVox  is  a  totally  self 
contained  communication  device,  you  get  all  this 
capability  without  having  to  buy  a  separate  computer 
and  speech  synthesizer 

No  other  single  device  can  offer  the  complete 
spectrum  of  communication  -  from  symbols,  written 
words,  and  advanced  word  prediction,  to  the  highest 
quality  synthesized  speech.  So  no  other  device  can 
offer  the  value  DynaVox  can. 

A  Lasting  Commitment. 
And  that's  no  accident.  It's  a  direct  reflection 
of  our  commitment  to  you.  Because  we  know  it 
takes  more  than  just  technolog>'  -  it  takes  a  thorougli 
understanding  of  language,  and  practical,  affordable 
solutions  -  to  keep  pace  witli  your 
growing  needs. 

So  if  you  know  someone  who 
might  benefit  from  DynaVox,  give  us  a 
call  at  1-800-344-1778.  Or  sec  us  at  the 
ASHA  convention. 


Clrcl««6a 


For  the  first  few  years  of  their 
Uves,  Zach  and  Mfillory  Holler 
could  walk,  talk,  see,  hear  and  play 
like  other  children.  Then,  due  to  a 
rare  condition  called  Rosenberg- 
Chutorian  syndrome,  each  began  to 
lose  much  of  their  hearing  and 
vision,  as  well  as  the  ability  to  walk 
and  use  their  amis.  Mallory  also  lost 
most  of  her  speech  when  her  hearing 
diminished. 

We  experienced  intense  frustration 
when  our  children  could  no  longer 
write  their  names,  color  pictures  or 
even  talk  with  friends.  But  now, 
thanks  to  assistive  technology,  Zach 
and  Mallory  are  beginning  to  do 
things  they  haven't  been  able  to  do 
for  several  years. 

At  a  recent  assistive  technology 


Zach  Hotter 


camp,  Zach,  now  six  years  old,  was 
able  to  write  his  name  independently 
on  a  touch-window  with  a  home- 
made head  pointer.  His  beautiful  face 
filled  with  joy  as  he  said,  "I  wrote  my 
name  all  by  myself!"  At  home,  he 
uses  an  Intellikeys  keyboard  to  play 
computer  games.  Soon,  he  will  be 
using  it  for  spelling  and  other  school- 
work.  His  kindergarten  teacher  plans 
to  incorporate  computers  into  the 
curriculum  so  Zach  can  participate  in 
the  same  activities  as  his  peers. 

Mallory  will  soon  be  four,  and  her 
biggest  need  for  technology  has  been 
in  the  area  of  communication.  Fortu- 


nately, she  has  regained  some  speech 
and  has  also  found  many  other  ways 
to  communicate  with  her  family.  But 
to  help  her  communicate  with  the 
rest  of  the  world,  Mallory  began 
using  the  liberator,  an  augmentative 
communication  device.  Because  of 
her  hearing  loss  and  muscle  weak- 
ness, it  was  difficult  to  find  an  Expro- 
priate method  for  her  to  access  this 
device.  Now,  with  a  homemade  head- 
pointer  like  her  brother's,  Mallory  is 
learning  to  successfully  communi- 
cate and  play.  She  also  eiyoys  work- 
ing on  the  computer. 

Zach  and  Mallory  also  have  switch- 
activated  toys.  We  are  waiting  for  sev- 
eral funding  sources  to  come  through 
so  we  can  install  switch-activated 
environmental  controls  for  their  use. 
Assistive  technology  has  given  our 
children  some  measure  of  indepen- 
dence, and  we  know  it  will  continue 
to  play  a  major  role  in  their  futures. 

Zach  and  Mallory  Holler  live  in 
Dayton,  Ohio  with  their  parents, 
Kim  and  Greg. 


ry  adopted  13-year-old  son, 
Joshua,  h.TS  extensive  brain 
damage  as  a  result  of  accumulated 
hydrocephalic  pressure.  Bom  in 
Korea  with  hydrocephalus,  Joshua 
did  not  receive  his  first  shunt  until 
considerable  brain  damage  had 
occurred.  Because  of  his  problems 
with  long-  and  short-term  memory, 
most  professionals  believed  his  func- 
tioning would  be  extremely  limited. 

For  example,  I  was  told  that 
Joshua  would  probably  never  lean 
math.  Frustration  mounted  as  he 
tried  to  memorize  math  facts. 

Tlien,  we  introduced  him  to  the 
computer  and  everything  changed. 
Computer  games  provided  learning 
opportunities  that  held  Joshua's 
attention,  even  with  repetition. 
"Impossible"  addition  became  sec- 
ond-nature. Subtraction  followed 
quickly. 

Multiplication  brought  a  return  to 
frustration  until  we  found  a  software 
program  called  Nuinber  Munchers. 
Now,  Josh  knows  his  multiplication 
tables  perfectly  too. 

As  Joshua's  knowledge  inc-rejuscs, 
we  face  new  challenges.  We  con- 


stantly search  for  computer  games 
that  will  provide  the  needed  stimula- 
tion and  excitement  to  help  him  con- 
tinue to  advance  academically. 
Reading-comprehension  software  for 
older  children  is  a  special  challenge. 

Joshua 

Using  technology  to  do 
the  "impossible" 
BY  Helen  Smalley-Bower 

Joshua  can  read  out  loud  on  a 
sixth-grade  level,  but  his  com- 
prehension lags  several  grade 
levels  behind.  So  far,  we  haven't 
found  an  exciting  reading  game 
for  kids  his  age.  But  we're  still 
looking! 

Economic  reality  can  limit 
access  to  technology.  In  the 
begiiming,  we  bought  several 
pieces  of  software  that — as  we 
learned  only  after  bringing  it  home — 
did  not  meet  Josh's  luiique  needs.  We 
knew  we  couldn't  afford  to  make  this 
kind  of  expensive  mistake.  Fortu- 
nately, the  software  lending  library  at 


our  local  ATA  center  (ALOHA  Special 
Technologj'  Access  Center)  has 
helped  to  solve  the  problem.  Now, 
we  borrow  software  programs  and 
try  them  out  at  home  for  two  weeks. 
This  way,  we  can  see  if  they  suit 
Joshua  before  we  make  a  piu-chase. 

Joshua's  progress  has  already  sur- 
prised many  people.  I  know  that  as 
we  continue  to  find  new  software 
and  technology  suited  to  his  unique 


needs,  Joshua  will  continue  to  leam 
and  grow. 

Joshua  Bower  lives  in  Honolulu, 
Hawaii  tvith  his  parents,  Helen 
Smalley-Bower  and  Seott  Bower. 
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Alliance  for 
Teclinology 
Access  Centers 

Tlie  Foundation  for  Technology 
Access  (FIA)  began  in  1987  as 
a  joint  project  ol  a  grass-roots 
organization— Disabled  Ctiil- 
dren 's  Computer  Group — and  a 
major  corporation — Apple 
Computer 

From  a  small  group  ol  par- 
ents consumers  and  profes- 
sionals FTA  has  grown  into  one 
of  the  nation 's  largest  resources 
to  help  adults  and  children  with 
disabilities  gam  access  to  the 
benefits  of  adaptive  technology. 

FTA  Is  most  important  means 
of  promoting  technology  access 
maybe  its  Alliance  for  Technol- 
ogy Access  (ATA),  a  nationwide 
network  ol  community-tased 
assistive  technology  resource 
centers.  ATA  centers  work  with 
a  wide  variety  of  individuals  and 
organizations  and  have  no  eligi- 
bility criteria  for  determining 
who  may  receive  sendees  Most 
centers  provide  hands-on 
consultations  and  product 
demonstrations  make  recom- 
mendations and  referrals  and 
present  workshops  on  technol- . 
ogy  use. 

Individual  centers  may  also 
offer  additional  services  The 
following  pages  provide  a  direc- 
tory of  ATA  centers,  with  a 
description  of  the  speafic  ser 
vices  offered  by  each 


ALABAMA 

Birmingham  Alliance  for 
Technology  Access  Center 

Birmingham  Independent  Living 
Center 

206  13th  St  S 

Birmingham.  AL  35233-1317 
(205)  251 -2223  (VoicemV) 
(205)  251 -0605  (FAX) 
1.2.3.4.  5.6.8.  11.  13.  14. 
16.  19.  20.  braille  services 
home  visits 

Technology  Assistance  for 
Special  Consumers 

PO  Box  443 
Huntsville.  AL  35804 
(205)  532-5996  (Voice/TTO 
(205)  532-5994  (FAX) 
Internet-  tascal@aol.com 

1.23.4.5.6.7.89  10.  11. 

12  13  14.  15  19. 20 

ALASKA 

Alaska  Services  For 
Enabling  Technology 

207  Moller  Dr.  PO  Box  6485 
Sitka.  AK  99835 

(907)  747-7615 
Internet:  asetseak@aol  com 
;.  2.  5.  6  8  19.  exixnist'in 
technology  for  people  with 
vision  impairments 


ARIZONA 

Technology  Access  Center 
of  Tucson 

4710  E  29th  St 
PO  Box  13178 
Tucson.  AZ  85732-31 78 
(602)  745-5588 
Internet:  tacta2@a0l.com 

;.  2  7.  8  9.  10  1 1.  12  13. 

14.  15.  19.  20.  disability 
awareness  sessions 

ARKANSAS 

Technology  Resource  1 
Center  ! 

c/o  Arkansas  Easter  Seal  Society  j 
3920  Woodland  Heights  Rd 
Little  Rock.  AR  7221 2-2495 
(501)  227-3600 
(501)  227-3601  (FAX) 
Internet:  atrce@aol.com 
1.234.56  7.89.  10.  11. 
12.  13.  14.  15.  16  17.  18.  19 
20.  District  Assistive  Technol- 
ogy Service  Plan 

CALIFORNIA 

Center  for  Accessible 
Technology 

2547  8th  a.  12-A 
I  Beteley.CA  94710-2572 

(510)  841-3224  (Voice/TIY) 
I  (510)  841-7956  (FAX) 

Internet:  ctorat@aol.com 

1.234.567.9  10  11. 

12.  13  14.  15  16  17.  19  20 

Computer  Access  Center 

1807  Wilshire  Blvd.  #202 
Santa  Monica.  CA  90403 
(310)829-6395 
Internet:  cacofsmca@aol.com 
;.  2  4  5  6  7  8  9.  1 1.  12 
13  15  16  17.  19.  20 

Sacramento  Center  for 
Assistive  Technology 

4370  Mather  School  Rd 

Mather,  CA  95655 

(916)  361-0553  (>/oicemV) 

(916)  361-0554  (FAX) 

Internet:  scat1@aol.com 

1.2  369  11.  12  15  19  20 

Special  Awareness 
Computer  Center 

Rehabilitation  Unit  North 
2975  N  Sycamore  Dr 
Simi  Valley.  CA  93065 
(805)582-1881 
(805)  582-2855  (FAX) 
I  Internet:  sacca@aol.com 
;.  2.  12.  13  15 

Special  Technology  Center 

I  590  Castro  St 

!  Mountain  View,  CA  94041 

I  (415)961-6789 

I  (41 5)  961 -6775  (FAX) 

I  ;.  2  6  8  9  10  1 1.  12.  13 

i  15  16.  20 

I  Team  of  Advocates 

j  for  Special  Kids 

I  lOOWCerritosAve 

]  Anaheim.  CA  92805  6546 

I  (714)533  8275 

;  (714)  533  2533  (FAX) 

I  Internet:  taskca@aol.com 

:  ;.  2.  b.  6,  7  8  12  13  14.  15. 

I  16  18.  20.  consultations  Sat 
urdny  open  labs 


FLORIDA 

CITE  (Center  for 
Independence  Technology 
and  Education) 

!  215  E  New  Hampshire  St 
I  Orlando,  FL  32804 
i  (407)898-2483 
i  (407)  895-5255  (FAX) 
.  Internet: 

;  cite@applelink.appie.com 
i  1.23  4  5  789  10  11. 
I  12  13  14.  15  16  17  18  19 
'  20.  parent  support  group 

I  GEORGIA 

i  Tech-Able 

11 40  Ellington  Dr 
,  Conyers.GA  30207-4323 
I  (404)922-6768 
1  (404)  922-6769  (FAX) 
I  Internet:  tekablega@aol.com 
I  ;.  2  3  4  5  6  7  8  9  10  1 1. 
\  12  13  14.  15.  16  20  fabri- 
!  cation  of  adaptive  devices  a.''d 
j  recycling  of  used  medical 
!  equipment:  information  and 
referral 


Key  to  Services 

1  Hands-on  computer  demonstrations 

2  Guided  exploration  and  problem-solving 

3  Formal  technology-needs  assessments 

4  Assistance  in  obtaining  assistive  technology  funding 

5  Software  lending  library 

6  Loans  of  computers  and  hardware 

7  Toy  lending  library 

8  Loans  of  assistive  devices 

9  Videotape  lending  library 

10  Constructing/adapting  switches  and  devices 

1 1  Technical  assistance  to  lEP  teams 

12  Teacher  training 

13  Parent/family  training 

14  Augmentative  communication  training 

15  Workshops 

16  Early  childhood/ preschool  programs 

1 7  Computer  camps/After-school  programs 

1 8  Transition  training  for  young  adults 

19  Technical  assistance  to  employers 

20  Newsletter 


HAWAII 

Aloha  Special  Technology 
Access  Center 

1750  Kalakaua  Ave  #1008 
Honolulu.  HI  96826-3725 
(808)  955-4464  (Voice/FAX) 
Internet:  stachi@aol.com 
1.2  34  56  7  89  10  11. 
12  13  14.  15  16  20 

■LLINQIS 

Northern  lilinois  Center  for 
Adaptive  Technology 

3615  Louisiana  Rd 
Rockford.lL  61 108-6195 
(815)229  2163 
(815)  229-2120  (FAX) 
Internet:  ilca@aol.com 

1.2.34.567.89  10  11. 

12.  13  15.  17.  18  19  20 

Technical  Aids  & 
Assistance  for  Persons  with 
Disabilities  (TAAO)  Center 

1950  W  Roosevelt 
Chicago.  IL  60608 
(312)  421 -3373  (VoicemV) 
i  (31 2)  421 -3464  (FAX) 

■  Internet:  taadcenter@aol.com 
j  1.2  3  11.  12  13  15  19 

I  INOIANA 

;  Assistive  Technology 
I  Training  and  Information 
;  Center  (ATTIC) 

j  3354  Pine  Hill  Dr 

I  PO  Box  2441 

!  Vincennes.  IN  47591 

I  (800)  962-8842  (Voice/TTY) 

■  (812)  882-1 128  (FAX) 
Internet:  inattic1@aol.com 

;.  2  4.  5  6.  7  8  9  10  1 1. 
12.  13  15  18  19 

KANSAS 

Technology  Resources  and 
Solutions  for  People 

3023  Canterbury  Rd 
and  1710  WSciiilling  Rd 
Salina.  KS  67401 
(913)  827  9383  (Voice/TIY) 
(913)827-0301  (Voice/TTY) 


i  (913)  827-5446  (FAX) 

I  Internet:  trspks@aol.com 

i  ;.  4.  5  7.  8  1 1.  12  13  14. 

I  15  16  18 

KENTUCKY 

Blue  Grass  Technology 
Center 

169  N  Limestone 
Lexington.  KY  40507 
(606)  255-9951  (Voice/TIY) 
(606)  255-0059  (FAX) 
Internet:  bluegrass@aol.com 
1.234.67.89  10  11. 
12,  14.  15.  18,  19.  supported 
employment  services  for  rural 
Kentucky 

I  Enabling  Technologies  of 
1  Kentucklana  (enTECH) 

I  Louisville  Free  Public  Library 
!  301  York  St 

!  Louisville,  KY  40203-2257 
j  (502)574-1637 
I  (502)  574-1674  (TTY) 
(502)  582-2448  (FAX) 
Internet:  entecky@aol.com 
;.  2  3  6  7  8  9.  1 1.  12  13 
14.  15  16  17.  18  19  20 
At-risk  Accommodation  Project 
State/Regional  Training  Coordi- 
nator for  Assistive  Technology 


SpeclaUnk 

36  W  5th  St 
Covington,  KY  41 011 
(606)  491-2464  (Voice/FAX) 
Internet:  spclinkky@aol  com 
1.234  5.6.  7  8 'J.  10  11. 
12.  13  14.  15.  16.  19  20 
software  development  reganal 
center  serving  SW  Oha.  N  Ken- 
lucky  &  St' Indiana 

LOUISIANA 

CATER-Center  for  Adaptive 
Technology  and 
Educational  Resources 

/31  Park  Ave 
I  Manc;eville.iy^/0448-4918 
]  (504)  626-7008  (Voicc/FAX) 
I  Internet:  caterlacsSaol.coni 
1  1.2.4.5.  7.9  10  11.  12.  13 


i  15.  18  20 

818 


I  M^ARYUVNO 

j  Learning  Independence 
Through  Computers,  Inc. 

28  E  Ostend  St 
Baltimore.  MD21230 
(410)  659-5462 
(410)  659-5469  (TTY) 
(410)  659-5472  (FAX) 
Internet:  lincmd@aol.com 
/.  2  5  10.  12.  13  15  17.  19 
20 

MASSACHUSETTS 

Massachusetts  Special 
Technology  Access  Center 

12MudgeWay1-6 
Bedford,  MA  01 730-21 38 
(617)275-2446 
1.257.89  10  11.  12  13 
j  14  15.  16  19.  20 

MICHIGAN 

Living  &  Learning  Resource 
Centre 

Physically  Impaired  Association 
of  Michigan 
601  W  Maple  St 
Lansing.  Ml  48906-5038 
(517)  487-0883  (Voice/TTY) 
(517)  487-1605  (FAX) 
Internet:  llrcmi@aol.com 
;.  2  3  5  6  8  9  1 1.  12.  13 
14  15  19 

MINNESOTA 

PACER  Compiifer  Resource 
Center 

4826  Chicago  Ave  S 
Minneapolis.  MN  55417-1098 
(612)  827-2966  (Voice/riY) 
I  (612)  827-3065  (FAX) 
I  Internet: 

\  Una  1 00w@wondnr.em  cdc  gov 
(.  3  4.  5  6  8  9.  1 1.  12.  13 
'  1520 

\  MISSOURI 

j  Technology  Access  Center 

\  12110  Clayton  Rd 

!  SI  Louis.  MO  63131  2599 

1  (314)569-8404 

I  (314)569  8400  (TIYl 
(314)  993  5937(1  AX) 

i  Internet:  mostltacWaol.com 
1  ;.  4.  5.  6  9  12  13  15  19  20 
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MONTANA 

Parents,  Let's  tJnite  for  Kids 

MSU  Billings  SPED267 
1  SOON  30th  St 
Billings,  MT  59101-0298 
(406)  657-2055  (Voice/TTO 
(406)  657-2061  (FAX) 
Internet;  plukmt@aol.com 
/,  2.  3.  4.  5.  6.  7.  8.  9.  W.  1 1. 
12.  13.  15.  16.  17,  18,  19.  20. 
boo';  lending  library.  MedLine 
searches,  database.  Parent 
Training  Center 


NEW  JERSEY 

Center  for  Enabling 
Teclinology 

622  Route  10W,#22B 

Whippany.NJ  07981-0272 

(201)428-1455 

Internet:  cetnj@aoI.com 

1.2  3  12.  13  15.  16.  17.20. 

open  resource  times 


Computer  Center  for  People 
with  dIsAbllities  (CCdA) 

35  Haddon  Ave 
Stirewsbury,  NJ  07702-4007 
(908)  747-5310 
(908)  747-5936  (FAX) 
Internet:  ccdanj@aol.com 
/,  2  5.  6  7,  9  10  12  13.  14. 
15  16  17.  20  specialty 
groups:  ADD  club  Kids  Helping 
Kids.  Creative  Writing 


i  NEVy  yORK 

I  Techspress 

Resource  Center  for  Indepen- 

1  dent  Living 

I  409  Columbia  St 

i  Utica,  NY  13502-0210 

;  (315)  797-4642 

!  (315)  797-5837  (HY) 

I  (315)  797-4747  (FAX) 

i  Internet:  b(prsny@aol.com 

I  1.2  3678  10  11,  12  13 

j  14.  15  18  19  20 

j  NPJTH.QAROyNA 

I  Carolina  Computer  Access 

j  Center 

I  700  East  Second  St 

I  Ctiarlotte.  NC  28202-2826 

I  (704)  342-3004  (Voice/FAX) 

I  Internet:  ccacnc@aol.com 

I  /.  2  4.  5  6  8.  9  10  12.  15 

j  16  19  20 

NQRTHDAKQTA 

Pathfinder  Services  of 
North  Dakota 

1600  2nd  Ave  SW 
Minot,  ND  58701 
(701)  852-9426 
(701)  838-9324  (FAX) 
Internet:  pathtinder@aol.com 
1.5.  7.9  11,  12  13  14,  15 
16  18  20 

QHjO 

Technology  Resource  Center 

301  Valley  St 

Dayton,  OH  45404-1840 


(513)222-5222 
(513)222-2101  (FAX) 
Internet:  trcdoh@aol.com 

/,  2  4. 5  6  7.  8  9  10  1 1. 

12  13  14.  15  16  17,  18  19 
20 

RHODE  ISLAND 

TechACCESS  Center 
of  Rhode  Island 

300  Richmond  St 
Providence,  Rl  02903-4222 
(401)  273-1990  (Voice/riY) 
(401)831-1131  (FAX) 
Internet:  accessri@aol.com 

1.2  11.  12.  13  14  15  16 

17  20 

TENNESSEE 

East  Tennessee  Special 
Technology  Acce&<>  Center 

3525  Emory  Rd  NW 

Powell,  TN  37849 
I  (615)947-2191 
I  (615)  947-2194  (FAX) 
I  Internet:  etstactn@aol.com 
I  1.234.56  78,9  10  11. 
j  12  13  15  16  17.  19  20 

I  Technology  Access  Center 
of  Middle  Tennessee 

]  2222  Metro  Center  Blvd,  #126 

1  Nashville.  TN  37228 

]  (615)  248-6733  (VoicemV) 

(615)  259-2536  (FAX) 
1  Internet:  tactn@aol.com 
I  1.2,3.4,5  689.  11,  12 
'  13,  14.  15.  19  20 


West  Tennessee  Special 
Technology  Access 
Resource  Center  (STAR 
Center) 

I  60LynoakCove 
!  Jackson,  TN  38305 
I  (901)668-3888 
;  (901)  668-1666  (FAX) 

Internet:  startn@aol.com 
:  /.  2,  3  4.  5  6  7  8  10  12 
I  13  14.  15  16  17,  18  19  20 

I  UTAH 
Computer  Center  for 
Citizens  with  Disabilities 

2056  81 100  E 
Salt  Lake  City,  1/7  84106 
(801)  485-9152  (Voice/m) 
(801)  485-8675  (FAX) 
Internet:  cccdut@aol.com 
/.  2.  8  9,  12  14,  15  20 

VIRGIN  ISLANDS 

Virgin  islands  Resource 
Center  for  the  Disabled 

74-B  &  75  Kronprindsen  Gade 
Box  1825 

St  Thomas,  USVI 00803 

(809)  777-2253 

(809)  774-5816  (FAX) 
1.3  4,7.9  11,  12  13  14, 
15  16,  17.  18  19  20 

VIRGINIA 

Tidewater  Center  for 
Technology  Access 

Special  Education  Annex 
Celebration  Station 


3352  Virginia  Beach  Blvd,  #112 
Virginia  Beach,  VA  23452 
(804)  431-4095  (VoicemY) 
(804)  431-4089  (FAX) 
Internet:  tcta@aol.com 
1.234.589  10  11.  12 
14.  15  16  17 

WEST  VIRGINIA 

Eastern  Panhandle 
Technology  Access  Center 

IIOMordington,  P0B0X987 
Charles  Town,  WV  2541 4 
(304)  725-6473  (Voice/ITY/FAX) 
Internet:  eptac@aol.com 

2  4.  5,  6,  7.  8  9  10  1 1. 
12,  13  15  16  17.  18  19  20 

Project  G.L.U.E  (Getting 
Linl(ed  Together  for 
Understanding  & 
Effecthreness) 

South  Charleston  Public  Library 
31 2  4th  Ave 

S  Charleston,  WV  25303 
(304)  342-6501  (Voice/TTO 
Intemet:  glueata@aol.com 
/,  2  12  13  15 

CANADA 

Alliance  Centre  for 
Technology  (PeteriXHtMigh) 

360  George  St  N  #202 
Peterborough,  Ontario  K9J7E7 
(705)  741-4214  (Voice/TTO 
(705)  741-4581  (FAX) 
Intemet:  alliance@trentu.ca 
).  2,  3.  4.  10  12  13  14.  15. 
'  19  20 


slourGommunicalito  System  Weig^ 


Is  the  size  or  weight  of  your 
augmentative  communication  device 
preventing  you  from  taking  it  to 
work  or  school,  shopping,  church, 
restaurants  or  any  other  place  that 
you  would  like  to  go? 

Our  devices  are  portable,  light- 
weight and  easy  to  use  and  can  be 
taken  anywhere.  'ITiey  offer  text-to- 
speech  as  well  as  the  abilit)'  to  store 
phrases.  Isn't  that  what  you  want 
from  your  communication  device? 

Call  for  our  new 
1994-1995  Catalog!  . 


Innocomp 

26210  Hmcry  Road,  Suite  302 


i-8()()-3<S2-<S622 


Warrcnsvillc  Heights,  Ohio  4412H  •  216-464-3636  •  Fax  216-464-3638 


EI^C 
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Now  he  has  a  place 

for  everythuig 
like  everyone  else. 

When  he's  at  scIkk)!  with  ('\Tnr'()n('  else, 
the  last  thing  he  nmls  to  worn'  about  is 
where  to  \vrite  and  put  his  l>(K)ks.  ^ith 
the  MVDKSC™  HipTo])  Storage  Desk,  he 
has  his  own  portable  desk  and  a  plaee  to 
put  things  too! 

Its  uni(iue  hall-joint  movements  and 
sturdy  supports  put  M\1)KSC  in  a  elass  of 
its  own.  It  tilts  for  reading,  writing  or 
computing,  then  goes  flat  for  lunch  time 
and  breaks.  A  secret  storage  coinpailment 
bides  i)apers.  Ixmks.  |>encils  (and  mayl)e  a 
few  comic  books).  And  when  it's  time  for 
transfers,  the  entire  desktop  swings  down 
to  the  side  and  out  of  the  way. 

It's  simply  designed  for  flexibility 
and  growth,  so  he  ran  use  bis  MYDKSC 
for  years  toomic! 

For  more  information  on  the  entire 
MYI)KS(;  line,  contact  your  local  rehab 
dealer  and  ask  to  see  the  MVDKSC, 
demonstration  video.  Or  call  us  directly 
for  a  free  bnK-hurc. 

1-800-4-MYDESC 


RHAMDEC 


Uhjm.lf..lii.    •  i:i.Hli.Mrr.-l  M,.iinliirVir«.(  \ 'IKillJjm 
VnillX  ,.<lrj.l.ni>il.4mi.r.i.l...lii. 


O  ClrclA  #  103 

EMC  . 


ATA  Vendor 

Discis  Knowledge  Researcti 

Member  List 

on  QhonnarH  A\(P  P  7th  PI 

yu  oneppdiu  mvc  t,  /in  ri 

lUlUIUU,  UHldllU  mc.vi  0M1 

Panada 
LrdlldUd 

(800)  567-4321 

inPl  Tonth  A\(0  QF 

lUol  lenin  mvc  oc 

8 

MinnP^nnliQ  MM 

IVIII  IMCa|JUMo,  IVII'l  iJiJH  1  H 

uon  jonnsion 

(800^  322-0956 

1  nnn  N  R^nd  Rd  Rtdn  1 1 R 
luuu  Pi  ndiiu  nU,  Dtuy  1  lO 

1. 3,  5,  10 

pn  Dnv  R'50 
rU  DUX  DOy 

Access  Unlimited 

Wanrnnda  II  ROOftA-Ofi'^O 

VVdUUUIIUd,  IL  UUUOH  Uuoy 

Qt^'it^  Rriarnorl/  fir 
0000  DlldipalK  Ul, 

(800)  999-4660 

Ste  1 02 

4.5.8 

nUUolUn,  lA  /  I  \JHC  \JCO\J 

uU'll  uoniTOi  oysiems  uroup 

{7-\'i\  7Q1  -7441  1 

P7CC  TD  m  O 

o/DD  In  01 0 

/  /  1 

Qhrm/p  flH  ylylR7R 

onreve,  un  titiD/D 

American  Thermofornt 

(2161  567-2001 

Hnmnrattnti 

vUtpUldUUil 

3  10 

CO  1  1    M  aVCio  MVC 

uunamis 

Pitv  nf  P/immprrp  PA  0(1(14(1 

Olty  Ul  LAJIfilltClUC,  L/M  SUUHU 

oooU  ntgnwdy  0 1/ ,  oie  r 

(2131  723-9021 

*^iiwanpp  RA  "^Ol 74-9*^90 

2 

(800)  828-2443 

Artirtilatp  Systems 

5 

finn  W  nnmminn*:  Pk  *^tP  4Snn 

uuu  vv  v^uiiiiiiiiiUu  r r\,  oic  Htjuu 

ccnu  o(iccoii  uurpuiduuii 

Wnbiim  ^ylA  01801 

R4Rrt  Via  Rpal 
D*tDU  VId  nxSai 

fRnni  44*^-7077 

Pamintoria  PA  0*5(11*5 

uarpiniend,     you  i  o 

1 

(800)  377-3246 

9 

l^fttnarV  PnrnnratlAn 
CUIlldiK  UUipUloUUIl 

Rprkpjpu  PA  Q47nQ 

fi797  1  R^^tt^  AuP  MP 
Of  ^1   I ODU  t  MVc  INC 

RoHmnnd  VA/A  0ftim9 

(8001  426-0856 

DidZic  cnyinuenny 

5.  a  10 

P  l;irrptt<:uillp  Rri 
1  \jo  u  Jdi  1  ciioviiic  nu 

CUUCaUOital  rioSS 

Pnrpct  Hill  MPI  Pin^n 
ruicol  niii,  IV1U  ciuju 

pn  Rnv  *59*5ft9 
rU  DUX  OcOOc 

Rattimnrp  MPl  919(1fl  fl*5fl9 
OallllllUlc,  IV1U  cIcUo  oOoc 

2.  11 

(410)  633-0730 

Bniderbtind  *teftware 

8 

Rfin  Rpfixwrwl  Rlvd 

FritiratlAn  TIIRMKPV  QvctPitiK 
ciiuuduuii  lunnivci  oyoiciii'* 

Nnuatn  PA  Q4Q4ft 

liUVdlU,  \jr\  OlOlO 

9(^R  M  Wr.chinntnn  Qt 
C.DO  ri  VVciolllliyiUII  ol 

\H  1  O)  OOc.  4*+UU 

Palk  Phtirrh  VA  9904R 

8 

(703)536-2310 

niaric  Corooratlon 

uiai  13  wwi^/viauuii 

Oc.\J\  r all  IbrV  ncl  11  y  Ul,  O  OU 

UUS  uUllllllUniUdUUIlo 

OdlUd  Oldl  d,  \A\  youOc  o  1  DO 

nn  Rnv  4*5R9 
rU  DOX  'lODt 

RIainp  WA  Qft9'^1 -4*^6? 

8 

(604)  279-0110 

nincinn  tho  Ran 

5 

Pfl  Rnv  Rft 

ncllUcloUII,  IVII'l  ODU'll 

*54^^1  nnnrkpl  Rd  Qtp  9(1(1 

{R-\0\  94ft- "^904 

1  anQlnn  Ml  4ft0l  1 
Ldiioiiiy,  ivii  4oyi  1 

(517)  394-8500 

uWllpU  ICdUII 

4.8 

nuiiidiiiuco  ouiivffdio 

RpHmnnd  WA  OftfiRP 

pn  Rnx  OSO 

rU  DUA  you 

fftOO^  44R-'^??4 

Hnnd  Riupr  OR  Q7n'5l 
nuuu  nivci,  un  i)i\jo\ 

Q 
O 

(ftOOl  94^-67*^7 

Consuttants  for 

8 

vviiniiuiiiudiiuii  icwiiiiuiuyj 

Innnrnmn 

mift  Rollpinip  Tpr 
DUO  DcllcVuc  Icl 

9R91(1  Fmprv  Rd  ^'^09 
1  u  LI  ltd  y  "u,  Tfouc 

Pittchiimh  PA  1^909 

Warrpn^iuillP  Ht«;  OH  4419ft 

Ml  9^  7R1 -R0R9 

(ftOOl  '5ft9-ftR99 

^OUUJ  OOc  OUcc 

3.  5.  9.  10 

/,  //  See  ad  on  page  27 

nnrfuiratp  Farllitiac 

vUipWdtB  rdUlllllt!a 

tntplliTfinlc 
iiitciii  1  wia 

010  M  ^th  Qt 

y  u  n  Dill  oi 

R991  Ppntral  Aup  QtP  9(1R 

DC.C.  1  OCliildl  MVC,  OlC  cUO 

Philndplnhia  PA1C119'^ 

ri llluUcipi lid,  rr\  1  c)  1 /CO 

Rirhmnnd  CA  Q4ft04 

tilUIIIIIUIIU,  \jry  O'iUKJ'i 

^o^^\  44n-ftft4n 
\c.  1 D)  'imj  001U 

4.5.10  See  ad  on  page  40 

Creative  Learning 

In  Touch  Systems 

206  Sacramento  St,  Ste  305 

1 1  Westview  Rd 

Nevada  City,  CA  95959 

1  Spring  Valley,  NY  10977 

(800)  576-0538 

1  (800)332-6244 

8 

;  5  See  ad  on  page  29 

Key  to  products 

1.  Augmentative 
communication 

2.  Braille  materials 

3.  Environmental  controls 

4.  Hardware 

5.  Interface  devices 

6.  Reading  machines 

7.  Screen  enlargement 

8.  Software 

9.  Speech  synthesizers 

10.  Switches,  switch 
software 

11.  Other 


kIdTECH/SoftTouch 

3204  Perry  PI 
Bakersfield,  CA  93306 
(805)  873-8744 
10 

Laureate  Learning  Systems 

1 10  E  Spring  St 
Winooski,  VT  05404 
(800)  562-6801 
8  10  Seeadonpage38 

Lawrence  Productions 

1 800  S  35th  St 
Galesburg,  Ml  49053 
(800)  421-4157 
8 

Madenta  Communications 

941 1A  20th  Ave 
Edmonton,  Alberta  T6N  1E5 
Canada 

(800)661-8406 
3  5  10  1 1 

Marblesoft 

12301  Central  Ave  NE 
Blaine,  MN  55434 
(612)755-1402 
8  Seeadonpage35 

Mayer-Jotinson 

PO  Box  1579 
Solana  Beach,  CA  92075 
(619)  550-0084 
5,8,9 

Microsoft  Corporation 

One  Microsoft  Way 
Redmond,  WA  98052-6399 
(206)  882-8080 
5,  a  /  / 

Microsystems  Software 

600  Worcester  Rd 
Framingham,  MA  01 701 
(800)  828-2C00 
5,  7,  8  10 

MicroTallc 

Clear  Creek  Or 
Texartana,  TX  75503 
(903)832-3471 
2.  11 

PEAL  Software 

PO  Box  8188 
Calabasas,  CA91372 
(818)883-7849 
8 

Prentke  Romteti  Company 

1022  HeyIRd 
Wooster,  OH  44691 
(800)26?  1984 

1.3  5  10  11  See  ad  on  page  44 
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Presentation  Electronics 

4320  Anthony  a  #1 
Rocklin.CA  95677 
(800)  576-9281 
3 

Raised  Dot  Computing 

408  S  Baldwin  St 
Madison,  Wl  53703 
(608)  257-9595 
2 

Rhamdec/MYDESC  Division 

476  Ellis  St 

Mountain  View,  CA  94043 
(800)  469-3372 

4,  11  See  ad  on  page  28 

RJ  Cooper  &  Associates 

24843  Del  Prado,  #283 
Dana  Point,  CA  92629 
(800)  752-6673 

5.  10  See  ad  on  page  36 

Roger  Wagner  Publishing 

1050  Pioneer  Way 
El  Cajon,CA  92020 
(619)442-0522 
8 

Skills  Bank  Corporation 

15  Governor's  (;t 
Baltimore,  MD  21244 
(410)  265-8855  ext.  286 
8 

Stone  &  Associates 

79101vanlioeAve,Ste319 
La  Jolla.CA  92037 
(800)  733-1263 
8 


Sunburst  Communications 

101  CastlctonSt 
Pleasantville,  NY  10570 
(800)321  -7511 
5.8 

TASK 

Unit  1  -91  Station  St 
Ajax,  Ontario  LIS  3H2 
(800)  463-5685 
Canada 
3.  5.  10.  1 1 

I  TeleSensory 

455  N  Bernardo  Ave 

PC  Box  7455 

Mountain  View,  CA  94039 

(800)  227-8418 
2.6.7.9.  11 

WesTest  Engineering 
Corporation 

1470  N  Main  St 
Bountiful,  UT  84010 

(801)  298-7100 
5 

Williani  K.  Bradford 
Publistiinu 

16  Craig  W 
Acton,  MA  01 720 
(800)421-2009 
8 

World  Communications 

245  Tonopah  Or 
Fremont,  CA  94539 
(510)656-0911 
5,  10.  11 
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Computer 


Resources  for 
People  with 


Disabilities 


The  Magic  Wand  Keyboard 

Computer  Access  that  Fits  in  a  Ciassroom 

The  Magic  Wand  Keyboard  is  a  miniature  computer 
Iceyboard  tiiat  requires  no  strengtii  or  dexterity.  It  is 
used  in  sciiools  all  over 
the  United  States 
and  Canada,  from 
kindergarten  through 
college. 

The  keyboard  offers 
full  computer  access, 
including  a  mouse,  to 
children  of  any  age. 
Children  with  disabilities  ranging  from  MD  to 
neurological  disorders  to  spinal  cord  injuries  can 
use  a  computer  with  the  slightest  touch  of  a  wand 
(hand-held  or  mouthstick), 

Your  child  can  use  the  Magic  Wand  Keyboard  in 
class,  to  do  homework,  write,  play  games.  So  can 
family  and  friends — because  it  needs  no  setup  or 
training.  The  keyboard  works  instantly. 
30-day  money-back  guarantM.  IBM/Appl«  Macintosh  compatibi*. 

In  Touch  Systems 

1 1  Wcslvicw  Road  ♦  Spring  Valley,  NY  10977 

800-332-MAGIC 


POPUlAnONSj 


SPECIAL 
PRODUCTS " 
FOR  SPECIAL 
PEOPLE 


New  Expanded  Catalog 
More  Therapeutic  And 
Recreational  Products 
To  Help  Everyone 
Enjoy  Success 


Gross  Motor  •  Aquatics  •  Active  Play  •  Manipulatives 
Positioning  Ai(js  •  A(japtecl  Toys/Games/Furniture 
Plus  SNOEZELEN... sensory  stimulation  products,  introducing 
KIOSK,  an  all-in-one  new  portable  package. 

Quality  Products!  Fully  Guaranteed! 

fiabhouse 

UK. 

150  No.  MacQuesten  Pkwy.,  Dept.  96024  Ml.  Vtinon,  NY  10550 

CALL  TOLL  FREE  (800)  793-7900 
FAX  TOLL  FREE  (800)  793-7922 
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P    f!    O    G    R    A  M 


Maintain  your 
daily  independence  through  the  Ger<eral  Motors 
Mobility  Program  for  Persons  with  Disabilities. 

It  starts  with  a  toll-free  call  to  our  GM  Mobility 
Assistance  Center.  We'll  identify  your  local  driver 
assessment  centers,  list 
your  area's  installers 
of  adaptive  driving 
devices  or  vehicle  modi- 
fications  and  suggest 

which  GM  cars  and  

light-duty  trucks  might  work  best  for  you. 

Next,  whether  you  buy  or  lease  a  new  GM 
vehicle  or  dealer  demo  model,  we'll  reimburse  you 
for  the  cost  of  adapting  it-or  for  the  reinstallation 
of  your  own  adaptive  equipment-up  to  $1000. 
Qualified  customers  can  finance  the  cost  of  the 

(r<i'imbuisemeiit  fi)r  leased  vt-hicle  <idaplatii)ii  available  diiIv 
upi)n  lessDr's  apprmal  ti)  adapt  vehicle.) 


vehicle  and  any  modifications  through  GM  AC  in  a 
single  transaction  at  participating  dealers. 

The  people  at  GM,  and  GM  dealers  nationwide, 
know  how  important  mobility  is  to  your  everyday 
life.  Call  us  today.  Or  contact  your  Chevrolet, 
Pontiac,  Oldsmobile,  Buick,  Cadillac  or  GMC 

Truck  dealer  and  find 
out  how  the  General 
Motors  Mobility  Program 
can  help  make  every 
day  Independence  Day 
for  vou. 


We're  making 
every  day 
Independence  Day' 


CaU  toU-free:  1-800-323-9935 
(TDD  users:  1-800-TDD-9935) 

\^  Reimbursement  of  adaptation  costs,  up  to  $1000 

Financing  available  through  GM  AC 

Information  on  driver  assessment  centers  and 
adaptive  equipment  installers 

»^  Free  resource  video,  "On  The  Move  Again" 

»^  24-hour  Roadside  Assistance 
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Guest  Editorial 


Too  Few  Exceptions  to  the  Rule 

A  vision  of  true  technology  access  for  all 

by  Bob  Williams 


0' 
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Ine  does  not  have  to  look  far  to  understand  why 
access  to  technology  is  vital.  Of  course,  this  access 
is  important  to  all  Americans.  But,  it  is  especially 
important  to  those  of  us  with  significant  disabilities. 
In  fact,  I  would  not  be  writing  this  piece  today  if  I  had  not 
been  given  access  to  my  very  first  piece  of  assistive  tech- 
nology when  I  was  seven  years  old — some  30  years  ago — 
an  IBM  electric  typewriter 

Years  later,  I  learned  that  at  that  time, 
my  teacher  did  not  believe  I  would  ever 
learn  to  read.  In  fact,  I  am  convinced  that 
if  had  I  not  been  given  the  typewriter,  that 
teacher's  perception  would  have  become 
a  self-fulfilling  prophesy.  This  has  hj^ 
pened  for  many  of  my  contemporaries 
with  cerebral  palsy.  These  people,  despite 
their  typical  intelligence,  face  significant 
difficulties  with  reading,  writing  and  com- 
prehending the  printed  word. 

Learning  is  not  a  passive  act.  Learning 
requires  a  great  deal  of  conununication 
and  feedback.  Having  a  typewriter  not 
only  enabled  me  to  convince  others  that  I  could  read;  but 
equally  importantly,  it  enabled  me  to  see  that  reading  and 
writing  had  a  real  purpose  and  would  have  real  conse- 
quences in  my  life. 

Real  power 

Now  that  I  head  a  multi-million  dollar  federal  agency, 
many  say  I  have  power  Perhaps  so.  However,  I  can  tell 
you  that  my  real  power  stems  not  from  my  position,  but 
from  the  fact  that  I  have  always  somehow  beaten  the 
odds.  I  beat  the  odds  by  getting  a  college  education- 
something  most  Americans  with  disabilities  still  have  not 
been  able  to  do.  I  beat  the  odds  by  growing  up  in  a  family 
that  helped  me  to  set  and  achieve  some  lofty  goals.  And 
perhaps  most  importantly,  I  have  beaten  the  odds  by 
being  able  to  access  the  full  range  of  personal  assistance 
and  assistive  technology  I  need  to  live  the  life  that  I  want 
to  lead. 

For  me,  this  includes  a  great  deal  of  assistance  from  my 
wife  and  best  friend,  Helen,  and  others  with  everyday 
tasks  such  as  bathing,  dressing,  eating  and  managing  the 
paper  flow  which  constimtly  threatens  to  overtake  my 
desk.  Or  the  help  I  receive  from  my  assistance  dog. 
Decoy,  in  getting  up  from  the  floor  or  walking  across  a 
uneven  patch  of  ground.  Or  the  assistance  and  productiv- 
ity I  demand  from  my  Liberator  (an  augmentative  commu- 
nication device)  and  other  assistive  devices.  To  me, 
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personal  assistance  includes  any  sort  of  assistance  we 
individuals  with  disabilities  rely  on  to  make  our  lives 
more  personally  and  professionally  productive. 

An  exception  to  the  rule 

Unfortunately,  I  am  very  much  an  exception  to  some  very 
important  rules  in  our  nation.  I  say  this  with  little  pride, 
but  with  a  great  deal  of  outrage — outrage 
that  my  Mend,  Vi,  went  to  her  grave  with- 
out ever  getting  the  assistive  technology, 
training  or  ongoing  support  she  needed  to 
effectively  express  herself.  Outrage  that 
such  technology,  training  and  support  is 
still  seen  as  a  luxury  rather  than  the  neces- 
sity it  is.  And  outrage  that  as  a  nation,  we 
continue  to  spend  an  estimated  $240  billion 
each  year  to  keep  people  with  disabilities 
needlessly  dependent 

I  hope  you  share  these  feelings  of  out- 
rage, because  your  job  and  mine  is  not  to 
produce  a  few  more  "exceptions."  Instead, 
we  need  to  change  the  rules  of  the  game. 

Dreams  deferred 

I  continue  to  learn  more  about  assistive  technology — 
about  its  power,  about  its  potential  and  most  of  all,  about 
its  dreams  deferred.  A  few  years  ^o,  I  met  a  contempo- 
rary of  mine  who  also  has  cerebral  palsy,  a  woman  named 
Kathy.  At  tliat  time,  Kathy  was  living  in  Clover  Bottom,  an 
institution. 

As  soon  as  I  met  her,  Kathy  used  her  communication 
board  to  point  to  the  symbols  for  "I  want  to  go."  My  wife 
and  I  asked  the  staff  what  she  meant.  They  replied  that 
Kathy  wanted  out  of  Clover  Bottom — forever. 

I  initially  talked  to  Kathy  using  my  manual  communica- 
tion board.  Later,  as  we  were  leaving,  I  spoke  to  her  using 
my  Liberato'.  Kathy  made  it  clear  that  she  was  interested 
in  obtaining  a  similar  device.  When  I  told  her  the  law  said 
she  should  get  what  she  needs,  Kathy  cried  inconsolably, 
and  with  good  reason. 

Kathy  is  like  many  others.  The  greatest  crippler  she 
faces  is  not  her  disabilities,  but  others'  severe  ignorance 
and  profound  imderestimation  of  her  abilities.  Access  to 
supports  like  personal  assistance  and  assistive  technology 
is  critical.  In  fact,  for  individuals  like  Kathy  and  myself, 
it's  ofl^en  the  only  thing  that  can  begin  to  tear  down  the 
walls  of  myths  and  stereotypes. 

Kathy  finally  moved  out  of  Clover  Bottom  and  into  a 
group  home.  It's  not  perfect,  but  it's  a  beginning.  However, 

3 

NOVEMBER  1994  /  EXCEPTIONAL  PARENT  ♦ 


31 


altliough  the  state  obtained  a  coninuinication  device  for 
lier  some  time  ago,  slie  has  yo*  to  receive  any  of  the  sup- 
port and  training  slie  needs  to  learn  how  to  use  it. 

Like  my  friend,  Vi,  and  millions  of  other  Americans  with 
sifjiificant  disabilities,  Kathy  seems  to  have  a  strange 
attraction  to  the  proverbial  monkey  wrench.  Or  maybe  it's 
just  plain  inertia — not  inertia  on  Kathy 's  part,  but  a  lack  of 
urgency  and  sustained  effort  by  the  system. 

Where  the  rubber  meets  the  highway 

We  all  talk  a  good  game  about  the  power  and  potential  of 
assistive  technology.  And  it  i«  ail  very  true.  But — spe.iking 
botli  as  an  individual  and  a  federal  executive — I  continu- 


A 


merica  can  no  longer  afford 
to  have  only  a  few  of  us 
"exceptions"  hanging  around. 


ally  see  the  need  to  change  tlie  system.  That  is  where  the 
rubber  meets  the  information  superhighway.  That  is 
where  we  transform  power  and  potential  into  everyday 
realities  for  real  people. 

Creating  true  access  to  assistive  technology  means 
much  more  than  creating  access  to  devices,  hardware  and 
software.  It  means  building  in  training,  ongoing  support, 
opportunities  for  self  instruction  and  troubleshooting.  In 
fact,  I  have  a  staff  person,  Kon,  who  spends  about  a  third 


MAKE  BAtHTIME  WITH  YOUR 
CHILD  A  PLEASURE 
NOT  A  CHORE  ... 
With  an  Aquatec  Bathlift 


•  Model  &  accessories  to  accommodate  various 
disabilities 

•  Head  &  back  supports  for  controlled  boc||y 
positioning 

•  Safe,  non-slip  transfer  surface 

•  Portable  and  simple  to  install 


For  more  Information  on  our  unique  and 
affordable  bathllfts  call,  write  or  fax:  ^ 


AQUATEC 


Health  Care  Products,  L.P. 

PIIP-ICM  Building  •  1003  International  Drive 

Oakdale,  PA  15071-9223 
Phone:412-695-2122  •  Fax:412-695-2922 
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of  his  time  as  n\y  technology  troubleshooter.  This  is 
important  because  I  rely  on  my  Liberator  for  more  tiian 
just  communication.  It  is  my  principal  management  tool.  I 
use  it  to  access  my  computer,  e-mail  and  the  Internet.  And 
Ron  is  there  to  anticipate  problems  and  to  solve  glitches 
as  soon  as  tliey  occur.  FYankly,  I  cannot  afford  to  be  non- 
productive, not  even  for  five  minutes  or  a  half  hour — cer- 
tainly not  for  an  entire  day. 

America  can  no  longer  afford  nonproductivity  either. 
Those  people  who  are  "exceptions  to  the  rule" — like  me — 
are  exceptions  because  we  have  had  access  not  only  to 
assistive  technology,  but  to  the  training  and  ongoing  sup- 
port we  need  to  make  it  work.  And  it  does  not  only 
improve  our  own  lives;  it  also  makes  a  critical  difference 
in  the  lives  of  oui'  families,  our  communities  and  our 
nation.  America  can  no  longer  afford  to  have  only  a  few  of 
us  "exceptions"  hanging  around. 

Looking  toward  the  future 

We  need  to  figure  out  the  best  ways  to  get  ongoing  tech- 
nology training,  assistance  and  support  to  individuals.  We 
must  reach  out,  and  reach  beyond  tlie  traditional  ways  of 
responding  to  the  challenges — and  opportunities — pre- 
sented by  disability.  The  disability  commuiuty  must  work 
with  those  of  us  in  the  Clinton  Adnunistration  to  infuse 
universal  access  as  a  pivotal  element  in  the  national  infor- 
mation infrastructure. 

It  begins  with  working  with  young  Americans — tliose 
with  and  without  disabilities — especially  those  who  are 
left  out  and  left  behind  at  the  very  mai  gins  of  the  Ameri- 
can commuiuty.  It  begins  with  preparing  a  number  of 
those  young  men  and  women  to  come  together  to  fonn 
what  might  be  called  a  "national  personal  support  infra- 
structure," offering  all  individuals  witli  significant  disixbili- 
ties  ready  access  to  the  same  kind  of  ongoing  training, 
support  and  troubleshooting  that  is  now  available  to  me. 

Access  to  technology  of  every  sort  will  increasingly 
become  a  prerequisite  for  learning,  working  and  simply 
living  in  twenty-first  century  America  This  will  be  tnie  for 
all  Americans,  but  it  will  be  particularly  true  for  Ameri- 
cans with  disabilities. 

Bob  WiUiayruH  is  Commissioner  of  the  Administt-ation 
on  Developmental  Disabilities  in  the  U.S.  Department  of 
Health  and  Human  Services.  Williams  has  cerebral 
palsy  and  uses  aucpnentntive  communication.  He  is 
weU-knownfor  his  leadership  on  disability  issues. 

Prior  to  assuining  his  current  j)ositioii,  Williams  was 
a  policy  associate  with  the  United  Cerebml  Palsy  Asso- 
ciations and  snved  as  a  co-chair  of  the  Consort  i  inn  for 
Citizens  with  Disabilities  Task  Force  on  Pnsonnl  Assis- 
taiice  Serm'ces.  A  m'iterand  poet,  WiUiams'  best-known 
works  are  inchuied  in  his  first  volume  of  poetry,  Is  a 
Simvaum  Voick. 

Tills  piece  was  adapted  fmni  a  keynote  speech  given 
at  a  .Inly  1994  reception  hosted  by  USA  Today,  liitelli- 
Tools,  and  the  Foundation  for  Technology  Access,  to  cele- 
brate the  publication  of  the  Foundation's  new  book, 
CoMi'irKR  KK^iiiRCKs  mR  Pkoi'I.i-:  with  DisAiui.iriKs. 
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Disabilities,  Opportunities, 
Internetworliing  &  Technology  =  DO-IT! 

Gaining  access  to  science,  engineering  and  mathematics 

by  Sheryl  Burgstahler 


High  school  sophomore  Randy  Hammer  was  a  good 
student  who  loved  to  participate  in  sports.  Blind 
since  birth,  he  was  interested  in  foreign  langijages 
and  science.  However,  all  printed  materials  needed 
to  be  produced  on  tape  or  in  Braille  or  read  to  him — all 
slow  processes.  He  wondered  if  he  would  be  able  to  keep 
up  with  academics  if  he  went  to  college.  Then,  Randy 
became  a  "scholar"  at  the  DO-IT  (Disabilities,  Opportuni- 
ties, Internetworking  and  Technology)  program  at  the 
University  of  Washington  (UW)  in  Seattle. 

In  this  program.  Randy  gained  access  to  a  portable 
computer  system  with  voice  output,  a  scanner  with  opti- 
cal character  recognition,  a  Braille  printer  and  a  wealth 
of  human  and  infonnation  resources  on  the  Internet  net- 
work. Using  the  Internet,  he  read  a  newspaper  by  him- 
self for  the  first  time  in  his  life.  He  met  engineers, 
scientists  and  university  students  on  the  net;  some  of 
them  with  similar  disabilities.  "My  computer  and  access 
to  the  Internet  have  become  my  eyes  to  the  world," 
Randy  reports. 

In  live-in  summer  programs  at  the  university.  Randy 
participated  in  science  and  engineering  labs  and  discov- 
ered career  options.  He  also  had  a  firsthand  taste  of  dorm 
life.  "I  learned  what  college  life  is  all  about  and,  most 
importantly,  I  learned  tliat  the  early  bird  catches  the 
shower,"  Randy  says. 

Technology  opens  doors 

Only  a  few  years  ago,  careers  in  science,  engineering 
and  mathematics  might  have  seemed  like  pipe  dreams 
for  individuals  with  disabilities.  However,  because  of 
developments  in  adaptive  technologies,  more  extensive 
use  of  computers  and  networks  in  these  fields  and  an 
explosion  of  electronic  resources,  opportunities  are 
growing. 

Still,  challenges  remain.  DO-IT  provides  students  with 
the  tools  needed  to  face  these  challenges  so  they  can  pur- 
sue science,  engineering  and  mathematics  programs  and 
cai  eers.  Funded  primarily  by  the  National  Science  Foun 
dation,  DO-IT  began  in  1992  in  UW's  College  of  Engineer- 
ing and  department  of  Computing  and  Communications. 

The  DO-IT  Scholars  program  allows  sophomore  or 
junior  high  school  students  with  disabilities  to  study  sci- 
ence, engineering  and  mathematics;  exporioiict>  campus 
living;  develop  self-advocacy  skills;  interact  with  mentors 
and  use  technology  to  pursue  academic  interests.  The 
only  comprehensive  program  of  its  kind  in  the  nation,  it 


Ben  Carroll,  who  has  spinal  muscular  atrophy,  is  unable  to 
walk  or  lift  his  arms.  He  uses  computers  thixmgh  voice 
input. 


admits  students  from  Washington,  Oregon,  Idaho,  Mon- 
tana, North  Dakota  r.  id  Alaska. 

Internetworking 

DO-IT  scholars  learn  to  use  computers  and  the  Internet  to 
explore  academic  and  career  interests.  Computers  and 
adaptive  technologies  are  selected  for  each  participant; 
local  Internet  connections  are  established  and  in-home 
training  is  provided. 

Although  Duchenne  muscular  dystrophy  has  slowly 
taken  away  one  scholar's  ability  to  walk,  dress  himself 
and  manipulate  a  fork,  ad^tive  technologies  have 
allowed  him  to  interact  with  hundreds  of  people  on  the 
Internet.  "I  don't  see  myself  as  disabled,"  he  says.  "I  see 
myself  as  playing  football  and  baseball  even  though  I 
don't. . .  Sometimes  when  I'm  e-mailing  somebody,  I  think 
of  myself  as  being  'normal.'  It  kind  of  puts  you  on  equal 
footing." 

Mentoring 

DO-IT  scholars  use  electronic  communications  and  per- 
sonal meetings  to  connect  with  post-secondary  students 
and  career  "mentors"  to  facilitate  academic,  career  and 
personal  achievements.  Mentors  study  or  work  in  many 
fields,  including  computer  programming,  post-secondary 
education,  statistics,  physics,  engineering,  computer  sci- 
ence, computer  consulting  and  biology.  Mentors  "providt' 
us  with  useful  contacts  in  academics,  career  and  personal 
areas. . .  They  help  participants  find  their  talenLs  and  inter- 
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ests,  and  confirm  their  goals,"  one  scholar  says. 

Experienced  scholars  learn  conununication  and  leader- 
ship skills  as  "peer  mentors"  for  new  program  partici- 
pants. A  parent  reports  that  her  son,  a  scholar  with 
attention  deficit  disorder  (ADD)  and  a  learning  disability 
has  helped  another  child  with  ADD  "by  taking  the  boy  to 
register  for  high  school  and  showing  him  around  so  he 
will  know  where  things  are  on  tlie  first  day  of  class." 

Summer  study 

At  live-in  progiams  held  during  two  consecutive  summers 
at  UW,  scholars  study  science,  engineering  and  math 
through  lectures,  labs,  computer  j^plications  and  the 
Internet  network.  Subjects  include  oceanogrj^hy;  heart 
surgery;  chemistry;  virtual  reality;  geophysics;  material 
sciences;  civil,  mechanical  and  electrical  engineering; 
mathematics;  biology;  physics  and  astronomy.  As  new 
scholars  spent  time  getting  to  know  students  with  disabili- 
ties different  than  their  own,  many  were  not  sure  where 
they  would  fit  in.  "Across  disabilities  there  were  some 
very  exciting  things  to  see,  where  students  realized  they 
could  complement  each  other,"  one  instructor  recalls. 

In  a  computer  lab  held  during  this  year's  summer  ses- 
sion, an  observer  would  see  33  students  working: 

•  A  student  with  no  use  of  his  hands  types  by  talking  into 
a  headset-mounted  microphone. 

•  A  scholar  who  lost  both  arms  in  a  farming  accident 
types  with  a  device  attached  to  his  one  remaining  elbow, 
at  20-25  words  per  minute. 


(Left  to  right)  Ryan  Fleming,  who  has  a  specific  learning 
disability  and  attention  deficit  hyperactivity  disoixler, 
works  alongside  Randy  Hammer,  who  is  blind. 

•  A  student  with  limited  speech  and  no  functional  use  of 
his  hands  uses  an  on-screen  keyboard  controlled  with  a 
foot  switch. 

•  A  scholar  with  a  learning  disability  uses  spell-check  and 
screen-enlarging  software,  along  with  voice  output,  to 
help  with  her  reading  and  writing. 

The  mother  of  one  scholar  who  has  a  learning  disability 
says  the  summer  program  boosted  her  son's  "belief  in 
himself  and  his  abilities. . .  This  experience  has  changed 
the  course  of  his  life." 

DO-IT  does  not  end  on  the  last  day  of  the  on-campus 
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space  age 

design  make  it  appear 
"coo/"  to  kids. 


Available  in  5  sizes  to 
accommodate  children  from 
2-10  yrs  old, 

TAYLOR  M^DE" 

HEALTHCARE 

inwe»t9tti  Avenue 
Glovanvill*.  New  York  12078 
1-800-25S-0942  •  Fax:  (SI 8)  773-9375 


•  Call  and  ask  about  our  free  evaluiJtion  proqri>m  • 


ERIC 


Clrc«««280 
EXCEPTIONAL  PARENT  /  NOVEMBER  1094 


Richer  Life  FLEXACISER 


PERFECT  SOLUTION 

•  Multiple  Sclerosis 

•  Stroke-Head  Injury 

•  Spinal  Injury 

•  Cerebral  Palsy 

•  Muscular  Dystrophy 

High  Quality  Electric  Motor  with  Speed  Control 

(800)  869-0862  •  (310)  693-^372 

Richer  Life.  8131  Allport  Ave.,  Santa  Fe  Springs,  CA  90670 


HELPS  ELIMINATE 

•  Poor  Circulation 

•  Spasticity 

•  Muscle  Atrophy 

•  Swelling  Ankles 

•  Stiff  Joints 


Circle  #  214 
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program.  Back  at  home,  scholars  log-on  to  the  Internet  to 
continue  their  conversations  and  friendships.  "It's  kind  of 
like  going  to  summer  camp,"  says  one  scholar,  "but  to  a 
certain  extent  I  don't  ever  have  to  go  home." 

Special  Projects  and  Events 

Scholars  also  have  opportunities  to  pursue  special  pro- 
jects, including  collecting  scientific  resources,  adminis- 
trating systems,  editing  the  DO-IT  newsletter  and  teaching 
in  the  summer  program.  Scholars  as  well  as  other  pre-col- 
lege  and  college  students  with  disabilities  and  their  fami- 
lies, teachers,  counselors  and  service  providers  can 
participate  in  special  events,  including  the  UW  Computer 
Fair  booth,  presentation  and  reception;  the  UW  Engineer- 
ing Open  House  and  the  UW  Health  Sciences  vJpen 
House.  Events  attract  children  with  disabilities  and  their 
parents  who,  after  meeting  DO-IT  participants,  are 
encouraged  to  use  technology  and  to  pursue  science, 
engineering  and  mathematics  interests. 

Signs  of  success 

It  is  too  early  to  measure  the  ultimate  impact  of  the  DO-IT 
project,  but  evidence  has  begim  to  appear  in  the  suc- 
cesses of  many  DO-IT  scholars: 

•  Four  scholars  who  graduated  from  high  school  in  1994 
are  pursuing  college  programs  in  genetics,  computer  pro- 
gramming, electrical  engineering  and  general  studies  in 
preparation  for  more  advanced  scientific  studies. 

•  One  scholar  won  a  four-year  NASA  scholarship  to 


DO-rr  Resources 

DO-IT  has  created  two  videos: 

•  DO-IT  Scholars  follows  many  of  the  program  participants 
through  1003's  summer  session  (Free). 

•  Wtrking  Tbgether  Faculty  and  Students  with  Disabilities 
helps  college  and  university  faculty  become  aware  of  the 
academic  potential  and  access  needs  of  students  with  dis- 
abilities ($20,  includes  written  materials). 

To  obtain  either  video,  or  for  more  uiformation  about  DO-IT, 
contact: 

DO-rr,  University  of  mshington,  JE-2&/Room  206, 
Seattle,  WA  98195,  (20C)  685-3648, 
(Internet:  doit@u.washington.edu). 


attend  UW;  she  became  aware  of  the  scholarship  program 
during  a  DO-IT  summer  study  session. 

•  One  scholar  won  an  award  for  his  essay  about  the  Inter- 
net in  a  national  contest  sponsored  by  the  National  Sci- 
ence Foundation,  Natiorwil  Center  for  Education  Statistics 
and  NASA;  he  was  subsequently  invited  to  speak  at  the 
Washington  State  "Governor's  Technology  Conference." 

•  One  scholar  works  part-time  at  Microsoft  and  in  UWs 
Ad^tive  Technology  Lab. 

For  the  scholars,  the  most  important  two  words  in  their 
vocabulary  may  be  "do  it"  One  scholar  with  health,  mobil- 
ity and  speech  impairments  says  DO-IT  gives  him  the 
skills  "so  I  can  do  what  I  want  to  do." 


as  easj^  to  use. 


Obviously,  a  computer  program 
can  t  take  the  place  of  a  good  teacher. 
But  the  Early  Learning  series  from 
Marbl  soft  is  a  tool  that  helps 
teaclicrs  keep  learning  fun  for  early 
elementary  and  special  education 
students. 

The  software  is  easy  tn  use  ■■  for 
both  the  student  and  the  teacher.  And 
when  used  with  a  speech  synthesizer, 
there's  the  added  advantage  of  a 


human-sounding  voice  that  praises 
right  answers  r.nd  aently  encourages 
the  student  after  wrong  ones. 

For  more  information  and  a 
complete  product  catalog,  please  call 
(612)755-1402. 

MARBLESOFT 


12301  Ctnlfai Ave  Hi  Bla«  MN  51414 
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Make  your  child  a  star 
in  my  CooperCar! 


New  and  improved! 

1 )  More  power 

2)  Proportional  joystick 

3)  More  speeds 

Still... 

Adaptable  to  any  cliild, 
any  switcli  and... 


...less  than  $1000! 


BEWARE!  You  may  SM  adt  with  products  that 
hx>k  Ilk*  mine,  but  thay  ar«  aimply  more  axpanaiva 


Hi! 

I'm  RJ  Cooper,  inventor  of  the  CooperCar,  SAM, 
and  many  special  needs  computer  programs  for  your 
child.  I've  been  helping  parents  and  professionals 
for  10  years  now,  and  I'm  here  to  help  you! 

When  you  call  me,  I'll  share  with  you  my 
experiences,  methods,  and  materials  that  have 
helped  thousands  of  children  become  successful, 
many  for  the  first  time  in  their  lives! 


CrossScanner 

...lets  one  switch  (or  any 
pointing  device)  do 
everything  on  your  Mac  or 
Windows  computer! 


Clicl«#29e 

SAM 

...my  Switch-Adapted 
Mouse  device... 

...lets  you  plug  switches 
into  your  computer! 

aid*  #297 

I  also  make  a  variety  of  special  needs  software 
for  your  Mac,  Windows,  or  Apple  II  computer. 

So,  for  a  free  catalog  or  advice,  call  me,  RJ,  at. 

1-800-RJCooper 


RJ  Cooper  &  Associates 
24843  Del  Prado  #283  Dana  PT,  CA  92629 
Voice:  714-240-4853  Fax:  714-240-9785 
 Email:  rjcoop@aol.eom  
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(Xe/l  to  right)  Rodney  Lewis,  who  has  arthrogryposis, 
describes  lab  visuals  to  Randy  Hammer,  who  is  blind. 

Tips  for  Parents/  Schools  and  Employers 

Many  small  steps  taken  locally  can  have  a  substantial 
impact  and  move  us  closer  to  a  world  where  people  with 
disabilities  have  equal  access  to  opportunities  in  science, 
engineering  and  mathematics: 

•  Give  students  with  disabilities  access  to  computers, 
electronic  communications  and  network  resources  at 
an  early  age. 

•  Make  facilities,  computers,  science  equipment  and  pro- 
grams accessible  to  people  with  disabilities. 

•  Assure  that  scientific  and  mathematics  publications  are 
available  in  impropriate  alternative  formats. 

•  Encourage  students  with  disabilities  to  take  high  school 
and  college  math  and  science  classes. 

•  Establish  positive,  motivational  and  lasting  interactions 
between  high  school  and  college  students  with  disabili- 
ties and  engineers  and  scientists  who  have  disabilities. 

•  Facilitate  transitions  to  college  and  employment. 

•  Help  educators  and  employers  j^preciate  the  potential 
of  people  with  disabilities  and  create  learning  and 
working  environments  where  skills  can  be  developed 
and  productivity  can  be  maximized. 

The  historical  impact  of  technology  on  people  with  dis- 
abilities cannot  be  over-estimated.  Computers  and  net- 
works help  them  to  access  resources,  communicate  with 
others  and  perform  academic  tasks  independently.  Such 
tools  are  required  if  individuals  with  disabUitiss  are  to 
compete  with  their  peers  without  disabilities. 

"In  the  begirming,  when  they  let  us  work,  persons  with 
disabilities  were  pigeonholed  into  positions  involving 
basic  manual  skills  such  as  basket  weaving  and  chair  can- 
ing; then  we  got  computer  smart,"  says  one  DOrf  mentor 
who  is  blind.  "Now  we  have  the  information  superhigh- 
way and  we  reach  out  to  connect  with  each  other  and 
with  the  world." 

Sheiyl  BurgstalUer  is  the  director  of  Oie 
DO-IT Pivject.  With  a  Bachelors  and  Mas- 
ters degree  in  mathematics  and  a  Ph.D.  in 
higher  education,  Burgstahler  is  an  assis- 
tant director  in  the  Computing  and  Com- 

  mnnications  Department  and  a  research 

assistant  pwfessorat  the  University  of  Washington. 
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Robert  Walsh 

Making  the  journey  to  communication  with  assistive  technology 


Robert.  Walsh  became  a  ward  of  the  stale  as  an  infant 
when  his  birth  mother  felt  unable  to  care  for  him 
because  she  ivas  unwed  and  he  had  cerebral  palsy. 
Unable  to  communicate,  walk  or  use  his  hands,  Waish 
%vas  initially  thought  to  be  mentally  retarded.  After  a 
series  of  tests  when  he  was  four,  however,  the  profes- 
sionals realized  he  was  ptvba- 
bly  brighter  than  average. 

Walsh  lived  in  various  foster 
homes  and  institutions  before 
being  adopted  at  age  11  by 
Joseph  and  Catherine  Walsh,  a 
couple  who  had  known  Bobby 
since  he  was  very  young  (their 
daughter  loorked  and  still  works 
at  Saint  Joseph's  Children's 
Center  in  Scranton,  PA  where 
he  was  bom). 

Walsh  graduated  from  West 
Scranton  High  School  in  1992 — 
and  ranked  26th  in  a  class  of 
197.  Not  only  was  he  a  National 
Honor  Society  member,  bu  t  he 
ivas  also  voted  fiomecoming  king  and  most 
popular  boy  in  his  class. 

Noiv  2S,  Walsh  is  a  junior  majoring  in 
Computer  Infatmation  Systems  at  Mary- 
wood  College  in  Scranton.  While  taking  12 
aedits  each  semester,  Walsh's  current  grade 
point  average  is  3.04.  Walsh's  success  is 
likely  to  continue  afler  college;  by  his  sopho- 
more year,  he  already  had  received  two 
post'graduation  job  offers. 

Currently,  Walsh  is  enjoying  a  neiv  power 
wheelchair  which  he  is  able  to  contwl  with 
head  movements.  "The  new  chair  gives  me  even  mare 
mobility  and  independence, "  Walsh  says.  "This  I  like. " 

I was  bom  with  cerebral  palsy.  Not  being  able  to  talk, 
walk  or  use  my  hands,  I  felt  like  a  prisoner  in  my  own 
body.  Although  the  lack  of  communication  was  just  one 
of  the  many  disabilities  that  had  overcome  my  body  at 
birth,  it  was  the  most  devastating.  People  do  not  realize 
that  nearly  every  minute  of  our  waking  lives  is  spent  talk- 
ing. For  the  first  eight  years  of  my  life,  I  tried  very  hai  d  to 
communicate  verbally,  but  I  could  not  speak. 
I  had  to  find  alternative  methods.  I  tried  to  conmiuni- 


Joseph  and  Catherine 
Walsh  wanted  to  adopt 
Bobby  when  he  vias 
younger,  but  adoption 
authorities  felt  they  were 
too  old  to  adopt  a  young 
child.  The  couple  contin- 
ued to  maintain  contact 
with  Bobby  until,  when  he 
was  10,  they  were  alloived 
to  become  his  foster  par- 
ents. They  adopted  him 
when  he  was  11.  Here, 
Joseph  spends  some  time 
vnth  three-year-old  Bobby. 


cate  with  my  eyes.  Have  you  ever  tried  to  talk  to  someone 
with  your  eyes?  Many  times,  the  people  I  was  trying  to 
commuiucate  with  just  ignored  me;  maybe  they  thought  I 
had  a  nervous  eye  condition.  People  had  a  hard  time 
understanding  what  I  was  trying  to  tell  them — I  became 
very  frustrated. 

My  hands  were 
another  problem.  I 
learned  to  understand 
sign  language  by 
watching  others,  but 
this  didn't  help  me 
because  I  am  unable  to 
use  my  hands.  How- 
ever, I  never  gave  up 
on  trying  to  use  my 
eyes.  When  I  wanted  to 
communicate  with 
someone,  I  would  just 
drive  that  person  cra^y 
with  my  eye  move- 
ments until,  eventually, 
they  would  start  asking 
me  questions. 

The  learning  years 

When  I  was  10  and  a 
student  at  The  Home 
of  the  Merciful  Savior 
School  in  Philadelphia, 
I  received  my  first 
word  board.  Fiaally, 
the  doors  of  communi- 
cation began  to  open. 
At  last,  I  could  ask  for 
a  drink  or  express  my 
feelings.  I  communi- 
cated by  shifting  my  eyes  toward  a  group  of  numbers  that 
were  on  the  board;  each  number  corresponded  to  a  series 
of  words.  Eventually  my  board  became  too  small  because 
my  vocabulary  had  grown  so  rapidly. 

When  I  was  11,1  was  adopted  by  Joseph  and  Catherine 
Walsh.  Around  this  time,  I  was  evaluated  for  the  Express 
1,  a  new  augmentative  communication  device  that 
included  synthetic  voice  output.  With  all  the  bureaucracy 
involved  in  getting  financing  for  this  machine,  by  the  time 
its  purchase  was  s^proved,  the  more  advanced  Express  3 


Bobby  received  his  first  commu- 
nication board  at  age  10. 
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HOLIDAY  SPECIAL! 


This  holiday  season,  we 
want  your  child  to  benefit 
from  Laureate's  award-winning 
talking  software.  From  now 
until  December  30,  1994,  we'll 
take  25*^  off  any  software 
program  you  order.  We'll  even 
pick  up  the  shipping  charges! 

Caii  1-800-562-6801 
for  a  free  catalog! 

Ovar  60  talkiim  program*  for 
AppI*  li,  AppI*  liGS,  IBM,  and 
Macintosh  computars. 


Laureate 

1 10  East  Spring  Street 
Winooski,  VT  05404 
1-802-655-4755 


25 


all  Laureate 
software 


This  olTer  applies  to  individualft  only. 
N*<»  whool.  apency.  nr  institutional 
purcha^ordcrii,  pIcaHe.  OrdtTs  ntuFt  bo 
pn-paid  by  check.  MasteK'nrd  or  MSA. 
S«)rr\.  but  this  offiT  docs  not  apply  to 
hnrdwan-  and  cannot  be  combmi'd  with 
liny  olhtT  l^iuR'at*r  f^pocial. 
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was  about  to  make  its  appearance  on  the  market.  After  a 
series  of  articles  in  a  local  newspaper,  Scranton  residents 
along  with  the  Kiwanis  Club  bought  me  the  Express  3. 

My  Express  3  helped  me  get  accepted  to  the  sixth  grade 
at  the  West  Scranton  Middle  School.  After  being  placed  in 
a  "physically  handicapped  and  learning  disabled"  class,  I 
accomplished  six  years'  worth  of  learning  in  one  yeai\  My 
teachers  were  astounded  at  what  I  had  accomplished  in 
such  a  short  time. 

Full  inclusion  with  technology 

A  special  education  supervisor  eventually  contacted  an 
assistive  technology  center  to  set  up  an  evaluation  for  me. 
The  evaluation  team  felt  I  was  a  good  candidate  for  a 
Light  Talker,  another  augmentative  communication 
device.  One  of  my  teachers  received  a  grant  to  purchase 
the  device.  The  school  got  an  Apple  computer  for  me. 

With  this  technology,  my  learning  abilities  became 
unlimited.  I  was  able  to  enroll  at  West  Scranton  High 
School  and  was  mainstreamed  for  all  my  classes.  I  took 
French,  Latin,  algebra  and  trigonometiy. 

During  my  senior  year  in  high  school,  the  local  voca- 
tional rehabilitation  office  bought  me  a  Liberator,  a  highly 
advanced  augmentative  communication  device  which  I 
still  use.  I  access  my  Liberator  with  a  head  pointer — it's 
like  my  third  hand.  When  I  am  not  hooked  up  to  my  Liber- 
ator, I  use  the  head  pointer  to  turn  book  pages  and  si  rike 
keys  on  my  IBM  computer.  Technology  has  also  helped 


Switch  on  the  Fun 


1-800-576-6661 

Providing  Independence  Through  Technology 
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ft%e  Scanning  2-XLtm  Talking 

Robot.  Innovative,  interactive, 
educational — and  fun.  Most  impor- 
tantly it  is  accessible  using  a  single 
switch  through  scanning.  Developed 
v^'ith  the  exceptional  child  in  mind,  it's 
the  perfect  playmate  for  learning  and 
entertainment.  The  2-XL  tells  stories 
and  jokes,  plays  your  child's  favorite 
audio  cassettes,  asks  questions  and 
waits  patiently  for  your  child  to  scan 
and  select  the  correct  ans^ver.  A  great 
gift  for  the  holiday  season.  Order 
soon,  as  quantities  are  limited.  Call  or 
fax  InvoTek  today  for  a  free  catalog 
and  pricing. 

InvoTek 

CORPORATION 
700  W.  20th  St. 
Engineering  Research  Center 
Fayetteville,  AR  72701 
(fax)  501-575-7446 
2-  XLtM  IS  a  registered  trademark  ol  Tiger  Electronics 
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me  in  other  ways.  I  have  many  ^ooks  on  tape,  a  dictionary 
in  my  IBM  computer  and  an  encyclopedia  set  that  I  can 
use  by  logging  on  to  Prodigy,  an  on-line  service. 

Entering  college 

My  fears  about  making  tlie  transition  from  high  school  to 
college  resulted  in  many  sleepless  nights.  I  applied  at  and 
was  accepted  by  four  local  colleges.  I  decided  on  Maiy- 
wood  College  in  Scranton. 

Before  starting  school,  I  worried  that  my  disability 
would  interfere  with  my  education.  I  was  concerned  I 
wouldn't  be  given  the  same  opportunities  as  other  fresh- 
men. But  three  days  after  entering  Marywood,  I  realized 
this  was  the  right  place  for  me.  My  fears  slowly  dimin- 
ished, and  I  made  up  my  mind  that  I  was  going  to  work  to 
the  best  of  my  ability. 

My  classes  were  all  in  the  morning  so  I  was  able  to 
come  home  each  day  and  prepare  my  work  for  the  follow- 
ing day  of  classes.  This  helped  me  keep  up  with  the  work 
and  not  fall  behind.  Sister  Francella  Shaughnessy,  my  aca- 
demic advisor,  found  me  a  note-taker  for  each  class.  I  also 
tape  record  each  lecture. 

Taking  tests  also  was  an  issue,  but  it  has  been  dealt 
with  fairly  and  efficiently  by  my  professors.  Some  profes- 
sors give  me  extra  time,  or  in  some  instances,  I  take  my 
tests  at  special  times  without  the  rest  of  the  class.  Using 
my  Liberator,  I  take  other  exams,  like  true-false  or  multi- 
ple-choice tests,  along  with  tlie  class.  These  accommoda- 


SCHOLARSHIPS  AVAILABLE 

Up  to  five  college  scholarships  are  being  offered  for  the  fall  of  1995  for  a  four-year 
period.  Each  scholarship  provides  $3,000  per  year  ($12,000  total)  to  each  student. 
Only  current  high  school  seniors  and  college  freshmen  will  be  considered. 

Applicants  should  be  physically  challenged,  in  a  wheelchair,  and  could  not  attend 
college  without  this  help. 

All  young  men  and  women  will  be  considered  without  regard  to  race,  color,  creed,  or 
state  of  residence.  A  private  interview  is  not  required. 

We  require  a  500-word  "statement  of  need"  explaining  your  physical  condition, 
educational  background,  and  financial  status.  For  scholarship  application,  write  to: 

"Doc"  and  Alicia  Keim,  Chairscholars 
Silver  Dollar  Ranch,  No.  38 
Odessa,  FL  33556 
(813)920-2737 
Deadline  Jan.  15, 199S 

"Helping  physically  challenged  students  in  chairs  go  to  college.  " 
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Dancing  with  the  bride:  Bobby  was  the  ringbearer  at  the 
1983  wedding  of  his  adoptive  sister,  Cathy. 


hairscholars 


Got  a  computer? 
Don't  know  what  to  do  with  it? 


We  can  help. 
(Just  ask  Alexander). 


Since  1979,  IntelliTools  has  been  helping  people 
use  computers  by  providing  intelligent  tools  for 
special  education,  early  childhood,  elementary  education 
and  adults  with  disabilities. 

To  receive  a  free  copy  of  our  new  1994-95  Catalog, 
featuring  over  15  new  products,  call  or  write: 

IntelliTools,  Inc. 
5221  Central  Avenue*  SuitB205 
Richmond,  CA  94804 
800  •  899  •  6687 
510  •  528  •  2225  FAX 
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A  MOU  ACCES5I:BL[  •SToue: 


The  Apple  Computer  Disabilii\-  Soliiiioiis  Store 
.  Qill:  l-(S0{)-0()()^^8()R;  l-SgO-^SS-lbOKTiY). 
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Bobby  Walsh  says  his  head  pointer 
is  like  a  "third  ha  nd. "  He  vses  the 
head  pointer  to  access  his  augmenta- 
tive coynmunication  device,  to  turn 
book  pages  and  to  strike  keys  on  his 
computer. 

tions  give  me  an  opportTinity  to  earn 
the  grades  I  deserve. 

I  have  an  IBM  computer  at  home 
and  at  school  that  I  can  use  with  my 
Liberator.  This  is  important,  because 
this  is  how  I  do  ail  my  writing.  With 
the  IBM,  I  have  more  accuracy  on 
tests.  If  I  use  the  printer  on  my  Liber- 
ator, I  might  accidentally  hit  the 
wrong  key — once  it  is  printed  out,  it 
cannot  be  corrected. 

In  my  first  semester  at  Mary- 
wood,  I  put  my  Liberator  through  a 
lot  of  work  and  learned  a  great  deal 
in  my  Writing  Skills  class.  Sister 
Immaculata  Norton  had  us  write  in 
a  journal  every  day.  I  stored  each 
journal  entry  in  my  Liberator,  read- 
ing it  out  loud  in  class  like  every 
other  student. 

In  my  second  semester,  I  took 
classes  that  were  required  for  my 
maioT.  I  really  eryoyed  my  Computer 
Tools  class.  Although  I  thought  I 
already  knew  all  there  was  to  know 
about  computers,  I  received  a  rude 
awakening  in  this  class.  I  learned 
WordPerfect,  Lotus  1-2-3  and 
dBASE  m+. 

One  of  the  requirements  in  my 
Principles  of  Management  class  was 
to  give  a  10-minute  speech  on  any 
subject.  I  chose  "Disabilities  in  the 
Work  Force."  I  gave  the  speech  ^  ntli 
my  Liberator  My  10  minutes  turned 
into  15. 1  must  have  been  a  great  hit 
because  the  class  gave  me  a  standing 
ovation. 

Attending  Marywood  College  has 
given  me  an  opportunity  to  show  the 
world  that  just  because  a  person  has 
to  use  augmentative  communication, 
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this  does  not  mean  he  cannot  fulfill 
his  dreams. 

People  with  disabilities  have  to 
prove  to  the  world  that  they  are 
human  beings  and  can  be  productive 
people  in  society.  The  only  way  a  per- 
son with  a  disability  can  achieve  his 
or  her  goals  is  through  education. 
College  can  help  a  person  with  a  dis- 
ability lead  a  full  and  productive  life. 
You  have  to  ask  yourself,  "Do  I  want 
to  have  a  decent  job  in  the  future  and 
lead  an  independent  life,  or  not?" 

Kids  with  disabilities  should  be 
given  a  chance  in  regular  classes.  It 
will  mean  a  great  deal  in  their  lives. 
Don't  judge  people  by  the  way  they 
look.  So  many  times  I  was  discour- 
aged by  professionals  because  I 
didn't  look  or  act  like  an  average  kid. 
Little  did  they  know  that  I  had  a 
brain — maybe  a  better  brain  than  the 
average  kid  without  a  disability.  I  did 


On  campus:  Bobby  Waish  with  dad 
Joe  on  the  campus  ofMaryxvood 
College  in  Scranton,  Petvisylvania. 

get  the  chance.  Thai\k  God,  someone 
listened  to  me! 

Everyone  can  make  a  difference  in 
making  this  a  better  world.  1  can  do 
it,  and  so  can  every  kid  with  a  dis- 
ability. One  of  my  goals  in  life  is  to 
help  people  with  disabilities.  I  know 
the  experience  of  not  being  able  to 
comnumicate.  But  with  the  help  of 
friends,  families,  educators  atid  tech- 
nology, all  the  doore  of  communica- 
tion have  been  opened  for  me. 


Throwing  items,  turning  over  furniture,  pulling  hair  ...  the  list 
continues.  For  Adam,  summers  mean  more  than  hayrack  rides  anJ 
swimming.  They  mean  concentrated  training,  lifeskills,  and 
measurable  gains  through  Heartspring's  new  Summer  Intensive 
Behavior  Program. 

Adam,  10,  has  autism  and  during  his  first  few  days  of  this  year's 
summer  program  at  Heartspring,  he  averaged  aKiut  45  acting-out 
episodes  a  day.  Heartspring  staff  members  developed  a  plan  to 
interrupt  destmctive  and  aggressive  behaviors,  and  to  teach  Adam 
more  appropriate  ways  to  communicate  his  needs  and  frustrations. 

They  used  reinforcers,  such  as  Adam's  fiivorite  foods  of  raisins 
and  apples,  and  a  trip  to  the  Kxal  amusement  park.  A  special  picture 
system  was  developed  to  help  Adam  communicate  his  wants  and 
express  his  feelings.  His  program  also  included  around-the-clock 
extensive  behavior  management.  By  the  end  of  the  seven  weeks, 
Adam's  daily  episodes  of  acting-out  had  decreased  nearly  90  percent. 

And  what  do  Adam's  parents  ha\'e  to  say  about  the  new 
program?  "We  were  pleased  with  the  growth  our  son  exhibited. 
Heartspring's  new  summer  program  met  Adam's  needs  in  a  diverse 
way  that  no  other  program  we've  looked  at  could." 

To  learn  how  this  very  special  program  can  benefit  your  child, 
call  us  today. 

Heartspring's  Summer  Intensive  Behavior  Program 
1995  Session:  June  19  to  August  3 
Application  deadline:  March  1,  1995 


9  HEARTSPRING 

A  lifeskills  learning  center 

2400  JARDINE  DRIVE  ♦  WICHITA.  KANSAS  67219-4699 
1-800-  83S-1043 

FoiDU'ilv  the'  (nstitntc  of  Loj^opcciiCi 
1934  -  Celebrating  60  Years  Of  Service  -  1994 
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Using  Ordinary  Toys  for  Kids  witli  Special  Needs 

by  Joanne  and  Stephanie  Oppenheim 


rhe  products  on  these  pages  have  been  used  with  success  by  children  with  special  needs. 
Most  are  readily  available  at,  or  can  be  ordered  through  local  toy  or  book  stores. 


Puzzles,  Games  &  Manipulatives 

• Elephant  Parade  (Tag,  $38) 
This  cleverly-designed,  circular  puzzle  board  spins  like  a  Lazy  Susan  with  big, 
wooden,  colored  elephant  puzzle  pieces  to  fit  in  and  take  out.  It's  ideal  for  children 
who  can't  reach  far,  and  the  big  pegs  on  each  puzzle  piece  make  it  easier  to  grasp. 
There  is  space  under  each  elephant  to  hide  "treasures"  for  a  child  to  discover — like 
crackers,  colored  plastic  chips  or  smaller  toys. 
Activity  tip:  Cimte  a  game  in  which  each  playei-  chooses  his  oivn  color.  Spin  the 
puzzle;  if  your  color  stops  in  front  of  you,  you  take  one  of  three  colored  chips  hid- 
den under  your  elephant.  The  winner  is  the  first  to  collect  all  three  chips. 
Or  mark  a  die  with  a  different  color  on  each  face.  Players  throw  the  die,  then 
find  the  elephant  of  the  same  color.  If  they  choose  correctly,  they  get  to  take  a 
a  acker  from  under  that  elephant. 


Touch  'N  Play  Lotto  (Guidecrafi,  $32) 

Developed  with  a  teacher  for  children  with  visual  impairments,  these  four  hand- 
some wooden  playing  boards  and  matching  lotto  pieces  have  raised,  textured  geo- 
metric shapes  that  give  sensory  feedback  tlirough  the  fingertips.  For  extra 
contrast,  put  boards  against  a  dark  background.  This  game  may  develop  sorting, 
matching,  counting  and  language  skills. 

Activity  tip:  For  extra  fun,  pvl  playing  pieces  in  a  bag  and  have  players  match 
shapes  by  feel. 

The  playing  pieces  can  also  be  placed  face-down  for  a  concentration-type 
game.  Players  turn  over  two  pieces  at  each  turn  and  feel  for  matching  shapes. 


books  and  videos  of 


Tliis  is  Uie  second  of  tivo  articles 
adapted  from  tlie  new  1995  edition 
ofTnK  Bkst  Toys,  Books  &  Vimos 
Fon  Kins  (Hai-perCollins,  $12)  by 
Joanne  and  Sleplianie  Oppenheim. 
Tlie  hook  (available  thmugh  ExcKV- 
TIONAL  PAR]-:NT  LlIiRARY,  800/535- 
1910)  is  a  comprrliensitte  gtiide  to 
more  tfuin  1000  classic  and  neiv 
productJifor  children  from  infants 
to  preteens.  The  1995  edition 
inclttde<;  an  cvpanded  chapter  on 
adapting  lays  for  children  with 
.sfwcial  needs;  it  al.sci  includes 
sj>ecial  inteiv.st. 


Soft  Stuff  Potato  Head  (Playskool,  $13.99)  ■ 
For  kids  who  found  the  traditional  peg-in-the-hole  Mr.  Potato 
Head  hard  to  use,  this  all-fabric  body  with  Velcro  features  is 
ideal. 

Adaptation  idea:  Make  choices  easiei-for  a  child  with  a 
play  board.  Glue  colored  fell  on  Uie  lid  and  sides  of  a  stuniy 
box.  Potato  Head's  features  will  adhere  to  titefelt.  Tlie  box 
can  he  used  to  store  pieces  when  the  toy  is  not  in  use. 

Activity  tip:  Try  a  game  of 
"Name  tlmt  part"  as  each  is 
pidled  out  of  a  bag 
and  placed  071  \ 
Potato  Head's  body. 
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Terrific  Art  Materials 


Wax  Works  (Chenille  Krafl  Company,  $4.95) 
This  is  an  inexpensive  and  new  modeling  material 
that's  not  messy!  Skinny  sticks  of  colorful  wax  can  be 
used  in  a  variety  of  ways.  Kids  can  twist  them  around 
pencils,  puzzle  pieces  and  other  objects.  Wax  sticks 
can  be  sh£^ed  into  letters  and  numbers  or  used  to 
make  pretend  eyeglasses  or  sculptures. 


Big  Handle  Paint  Brushes  (Alex,  $8 for  three) 

These  extra-large  brushes  have  handles  sh£^ed  like  bulbs.  They're 

perfect  for  young  artists  with  fine  motor  difficulties. 


Notable  Books 

What  Happens  Next? 

by  Cheryl  Christian 
(Checkerbomxl  Press;  amilable  only 
thmugh  Exceptiosai.  Parest  Library, 
800/535-1910,  $6  incl.  shipping  and 
handling.) 

This  mystery  book  for  toddlers  pro- 
vides visual  clues  like  a  picture  of  a 
little  girl  in  pauamas  with  her  clothes  laid  out  on  the  bed. 
What  hE^pens  next?  Open  the  flap,  and  the  little  girl  is 
dressed.  Photos  include  a  child  with  Down  syndrome. 

Where's  Chimpy? 

by  Bemice  Rabe 
photos  by  Diane  Schmidt 
(Whitman,  $13.95) 
Misty,  a  little  girl  with  Down  syn- 
drome, does  not  want  to  go  to  bed 

 without  Chimpy,  her  toy  monkey. 

With  help  from  Dad,  she  solves  the  mystery  of  the  lost 
monkey  by  recalling  the  events  of  the  day.  A  warm,  charm- 
ing story  for  ages  3-7. 


Handsigns 

by  Kathleen  Fain 

(Chwnicle,  $13.95) 

A  sign-language  alphabet  book  for  all 

ages.  Each  page  shows  a  familial' 

creature  with  an  inset  drawing  of  a 

hand  signing  the  letter  featured  on 

each  page.  Handsome  illustrations. 


My  Buddy 

by  Audrey  Osofsky 
illustrations  by  Ted  Rand 
(Holt,  $14.95) 

A  school-aged  child  with  muscular 
dystrophy  tells  about  his  special  rela- 
tionship with  his  service  dog,  a 
Golden  Retriever  named  Buddy. 
Ages  5-10. 


Patrick  and  Emma  Lou 

by  Nan  Holcomb  Patrick  and 

(Turtle  Books,  $6.95)  Emma  Lou 

Three-year-old  Patrick,  who  has  cere- 
bral palsy,  is  ver>'  excited  about  walk- 
ing with  lus  brand  new  walker.  But  he 
finds  that  it  isn't  quite  as  easy  as  it 
looks!  He  gets  discouraged  as  he  takes 
a  couple  of  embarrassing  tumbles,  but  i" 
his  six-year-old  friend,  Emma  Lou,  who  has  spina  bifida, 
helps  him  to  get  over  his  upset  feelings.  Ages  3-7. 


Hie  Oppenheiin  Toy  Portfolio  is  an  independent  con- 
sumer oiyanization  that  tests  and  evaluates  the  best 
pwductsfor  childivn.  Tlie  organization  annually  pub- 
lishes The  Bkst  Toys,  Books  &  Vmsos  Fern  Kins;  it  also 
publishes  a  quartaiy  neicsletter.  Both  publications 
inclitde  useful  sections  on  adapting  products  for  kids 
ivith  special  needs.  Tiiese  sections  aie  done  iu  conjuuc- 
tion  with  the  National  Lckotck  Center,  a  nonpwfit 
organization  soring  special  need.s  children  and  their 
families.  For  more  it(l'ornuition,  contact  the  Oppeit- 
heini  Thy  Portfolio,  40  E  9th  Street,  Suite  14M,  Neir 
Yoi-k,  NY  10003,  (212)  598-0502. 
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We'ie  talkin'  now! 


Why  do  the  most  successful  augmentated 
communicators  use  PRC  communication 
devices  with  Minspeal<'"?  Because  they  enable 
people  to  reach  their  potential.  PRC  offers 
devices  for  virtually  every  age  and  a'  ility. 

I  Prentke  Romich  Company 

1022  Heyl  Rd.  Woosler,  OH  44691 
I  800-262-1984  •  216-262-1984  •  fax  216-263-4829 
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lifePkinim 
Should  Be? 
Tfeam  Effort 


Every  month.  Estate  Planning  for  Persons 
with  Disabilities  (EPPD)  provides 
essential  information  and  guidance  to 
hundreds  of  families  with  a  son  or 
daughter  who  is  disabled.  Our  national 
network  of  attorneys  and  estate  planners 
helps  to  develop  comprehensive  life  plans 
including  wills,  special  needs  trusts, 
guardianships,  advocacy,  balancing 
private  and  government  benefits.  EPPD 
provides  FREE  initial  interviews  to 
determine  needs  and  FREE  group 
seminars  for  parents.  EPPD  is  not  a 
guardianship  or  master  trust,  but  assists 
parents  in  locating  services  necessary  to 
provide  a  secure  future  lor  their  lined 
one.  Call  today  to  receive  a  FREli 
brochure  and  the  location  of  your  nearest 
EPPD  representative. 

o 


Richard  W.  Fee 
Executive  Director 

National  Office 
1200  Corporate  Drive  /  Suite  }M 
Birmingham.  Alabama  J5242 

800-448-1071 


ESTATE 
PLANNING  FOR 
PERSONS  WITH 
DISABILITIES 

A  Division  of  PfotectivG  Life 
Insurance  Comoany 
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Special  Needs  Project 


SPREA.DI  N6  TH  E  WORD 


ABOUT  TELECOMMUNICATIONS 
^  ASSISTIVE  TECHNOLOGY 


Computer 


Resources  for 
People  with 


Disabilities 


ReiheJ  et/itinii 

Tclcfom.'miimaiion  Rfs<itirtt-%  ffir  Pt-nnU-  wuh 

Disahilitks.  (./■./  O 

Ht'  a  >.|.ir.,!k..iti,l  I"- 


\    ,,-...(  ,.n-.i„l.r 
Or  S.I..  S,rM.f> 


11  :  t.i  l| . ... 

iii..l.i.i..i„l      1..^.. , 


,%>«■.' 

OimputCT  RcNOurfCS  for  Pt^oplc-  v,  ith  l)isahilttic\ 
'Ih,  Alli.iH.,  (:rl„hi,„U^^,  /l,.,,.  Nov' 

«■(!  17  S|-ir..l.  SIV  V5  Har.kiiMT.  »4  1 IX  SJ  l  •)•> 


TE  LECOMM 
UNICl^TION 


fCitKotLi  wmi  nc^Btitnii 


Your  OIK'  .sQiii'ii.'  tor  liooJ   liooks  .ukI  intoini.i.i ioii 


ahour  (.lis.ihitirK-,  ♦^■♦i 


3463  State  Street,  #282  •  Santa  Barbara,  CA  93105 

Orders:  Fax/805-683-2341,  Voicc/8n'.)-333-6867 
Emaii/snpbooksfe'cworld.com 
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Kinderwagen  products  now  available  through 

Taylor  Made  Healthcare 

Bugsy  

An  ergonomically  designed  indtxir/ 
outdoor  postural  walker  available  in  3 
sizes.  Optional  postioning  aids,  sliding 
brakes,  fixed  or  swivel  wheel  frames  with 
color  choices  of  puple  or  turquoise. 


Paiida 

Postural  positioning  system 
available  in  3  sizl."^,  fixed  or  swivel 
wheel  frames,  several  fabric  options  .ind 
color  choices  of  purple  and  turquoise. 
Standard  features  include  tilt-in-spaic, 
wheel  locks,  rcversable  sent,  compact  and 
lightweight.  Cher  40  options  .iv.iilnble 
including  locking  mobile  high  chair  basi'. 


Flipper. 


An  adjustable  bath  aid 
constructed  of  lightweight  tubular 
steel.  Available  in  2  sizes  with  a 
white  frame  and  blue  webbing. 
Standard  features  include;  wheels  and 
adjustable  seat  back.  Optional  head 
support  and  chest  strap  are  n\  ailablo. 


•  Call  and  ask  about  our 
free  evaluation  program 


10  West  9th  Avenue 
Gloversville,  New  York  12078 
1-800-258-0942  •  Tax:  (518)  773-9375 
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PAHENTiNG 


Song  of  Light 

by  Susan  L.  Gengerke 


TTe  was  no  McHin,  no  super  sorcmr.  Ah,  no.  In  fact, 
JjL  it  ronld  be  said  that  he  wasn't  even  i/onr  average 
enchanter,  tlwngh  he  did  not  lack  abilitij.  He  xvasjust  a 
wistful  wizard  of  small-scale  spells  and  minor  incanta- 
tions, content  to  amuse  himself  and  make  Itis  life  easy, 
for  he  icas  hasicalli/  lazy.  He  remained  mostly  apart 
froin  other  magicians  and  their  kind,  sepamted  by  his 
funy  appearance  and  thus  more  at  home  with  other 
inhabitants  of  the  forest.  Yet  he  was  an 
enchanter  of  the  soul,  drawing  to  him 
the  affection  and  ge^Hle  kindness  of  peo- 
ple who  recognized  his  unique  value 
and  learned  to  appreciate  him. 

These  were  the  first  words  of  a  chil- 
dren's story— reiilly  niy  first  "song"— for 
my  son,  Tony,  who  sings  without  words 

and  lives  in  innocence,  lliis  story  is  my 

second  song  for  Tony,  who  is  both  the 

"darkness"  and  the  "light"  of  niy  life. 
Anyone  who  sees  Tony  knows 

instantly  that  he  isn't  what  the  workl 

calls  "normal."  He  sits  in  the  bottom  of 

the  grocery  cart,  making 

(lisc-ordant  and  incompre- 
hensible sounds.  Some- 
times he  lets  loose  with  a 

gleeful,  piercing  shriek  and 

hugs  me  so  emphatically 

he  neai'ly  pulls  me  into  the 

cart.  At  other  times,  he 

scremns  aiid  thrashes  so 

hysteric-ally  he  has  to  be 

removed  to  the  car,  which 

rocks  with  the  intensity  of 

his  rage.  It  is  impossible  to 
explain  "what's  wrong  with 
him"  to  the  casual  ques- 
tioner because  Tony  has      j^^^^  jj^ 
such  complex  disabilities. 

As  far  as  the  exi^eits  are  c-oncemed,  he  is  "multiply 
handic-apped"  with  a  "bleak  prognosis."  He's  been  diag- 
nosed as  autistic,  profoundly  retarded  and  epileptic-,  with 
nuiltiple  and  severe  visual,  aiu~al,  kinesthetic  and  sensory 
"deficits."  The  rest  of  the  worid,  whic-h  likes  neat  c-ate- 
gories,  usually  accepts  the  experts'  definitions.  I  am  also 
expected  to  accept  Hiis  dismal  vision,  if  I  wish  to  rc>ceive 
the  tolerance  granted  to  parents  who  ;u-e  "realistic." 

An  "unrelieved  tragedy" 

The  world  has  a  tendency  to  view  my  son's  condition  as 
an  unrelieved  tragedy  for  both  of  us.  Most  peoi)le  eye  us 


with  pity,  convinced  that  Tony's  life  is  irrelevant  at  best 
and  that  mine  is  wasted  in  a  warped  excess  of  maternal 
devotion.  When  1  encounter  these  attitudes,  I  want  to 
scream,  on  Tony's  behalf,  the  words  of  the  poster  in  his 
room— "See  me  for  what  I  am,  not  for  what  I  lack." 

But  don't  mistake  me  for  some  qubcotio  Pollyanna  or 
saint.  It's  impossible  to  romanticize  the  pain  and  problems 
our  famUy  faces;  real  life  brutally  shatters  such  illusions. 

The  truth  is 
that  life  with 
Tony  brings  a 
mixture  of 
extreme  emo- 
tions. It  is 
exhausting  to 
spend  years  as 
the  primary 
caregiver  for 
an  ever-grow- 
ing "baby."  As 
you  struggle 
for  every  step 
of  progress, 
your  body  is 
drained  of 

Susan  Gengerke  and  Tony,  3.   energy  and 

^ur  spirit  is  drained  of  dreams.  Yet  it  is  incomparably 
exhilarating  to  watch  the  first  steps  of  this  "baby,"  who 
had  been  sentenced  by  experts  to  a  wheelchair. 

It  is  painfully  beautiful  to  be  oh-so-gently  kissed  by 
this  child,  who  cringed  at  every  touch  dming  the  first 
two  years  of  his  life.  And  after  experts  told  me  he  woiUd 
neither  understand  nor  communicate,  it  is  anotlier  mira- 
cle to  hear  liim  say  "Mama"  with  a  joyful  grin,  and  to 
watch  him  create  his  owi\  sentences  in  sign  language. 

It  is  incessantly  discouraging  to  have  to  explain  why 
I  love  my  child,  and  to  justify  my  faith  in  him,  year 
after  endless  year.  But  more  important  than  the  pain  is 
the  profound  satisfaction  of  honoring  my  commitment 
to  someone  I  love  so  deeply. 

It  can  be  tenifying  to  try  to  empathiz^e  with  him;  1  know 
the  restrictions  and  confusions  of  his  life.  But  how  can  I 
do  less,  as  I  watch  with  awe  the  courage  of  a  child  who 
persistently  climl)s  mountains  which  I  am  only  imagine'? 

I  can  understand,  if  not  accept,  the  ii\herent  prcMudices 
of  society.  "Normal"  people  learn  an  impressive  range  of 
skills  and  ideiis  not  possible  for  my  son.  Tony  may  never 
read  oi-  write,  .uid  he  will  probably  never  speak  more  than 
a  few  words.  But  Uie  unintentionally  insensitive  an-ogiuice 
whic-h  accompanies  nonnal  IccUning  assumes  that  those 
who  lack  it  are  deprived  of  a  real  life.  Thus,  if  you  cling  to 
the  normal  view  of  what  constitutes  a  full  life,  it  is  iui 
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..Introducing  KID  KEYS.. 
The  keyboard  for  early  learners. 


KID  KEYS  is  designed  with  the  alphabet  and  numbers 
in  mind.  It  makes  your  computer  more  user  friendly 
and  FUN  for  the  earliest  computer  users! 

-  BIG  COLORFUL  1  inch  alphabet  and  number 
ordered  keys  are  easy  to  find. 

-  Plug  compatible  with  PC/XT  and  PC/AT  computers. 
Requires  no  additional  software. 

-  "Co-Pilot"  cable  available.  Allows  simultaneous 
use  of  two  keyboards.  An  ideal  tutoring  tool. 


Key  Concepts  1 -800-293-5030 

Box  21066  Charlotte,  NC  28277 
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Willow  River  Farms 

is  an  ac'ive  organic  farming  and  arHsan  community 
meeting  the  special  needs  of  men  and  women  with 
mental  retardation. 

At  Willow  River  we  offer... 

□  A  family-based  home  environment  that 
incorporates  traditional  values 

□  A  setting  that  fosters  personal  growth, 
independence,  and  self  respect 

□  Opportunities  for  productive  work  through 
individualized  pro^^ramming 

□  A  home  for  persons  age  21  and  older 


For  further  information  contact... 
Jimmy  R.  Haskins,  lid.D. 
Director 

Willow  River  Farms 
P.O.  Box  450 
San  Felipe,  Texas  77473 
(409)  885-4121 


Operated  by:  CRI 
I3.R.  (Bill)  Walker,  Ph.D. 
E;,..cutive  Director 
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exercise  in  despair  to  imagine  living  an  existence  like 
Tony's. 

Tony's  life  may  appear  to  have  no  depth  or  value.  His 
future  may  seem  to  stretch  only  towards  emptiness.  But 
that  view  is  only  blind  prejudice.  It  is  emotionally  safe  to 
pity  Tony  It  is  difficult,  frightening  and  unsettJing  to  rec- 
ognize that  Tony  lives  a  different  life,  one  which  is  rich 
and  rewarding  in  its  own  way  But  the  willingneas  to  make 
that  effort  is  the  only  way  "normal"  people  can  take 
advant^e  of  the  unique  opportunity  to  know  Tony— and 
to  learn  from  him. 

Learning  from  Tony 

Tony  will  never  understand  MozarL  For  one  former 
Mend,  this  was  sufficient  proof  of  the  devastating  empti- 
ness of  his  life.  Yet  Tony's  pleasure  in  music  is  as  deep  as 
mine— or  hers— while  the  range  of  his  musical  apprecia- 
tion is  uninhibited.  Free  of  intellectual  bias,  he  can  delight 
equally  in  the  music  of  seagulls,  kazoos,  crying  babies, 
metal  pans  and  Mozart.  His  "limits"  enrich  his  pleasure  in 
music,  while  our  "superior  understanding"  limits  ours. 

Tony  can't  ride  a  bike  or  play  softbaU,  but  his  thorough 
ei\ioyment  of  such  overlooked  iten\s  as  doorknobs  leads 
me  to  wonder  just  who  is  deprived!  Tony  doesn't  under- 
stand holidays  or  presents 
either  But  he  delights  in  the 
p^er  and  ribbons — their  color 
and  texture;  sometimes  even 
their  smell  and  taste — ^as  much 
as  he  eryoys  the  gift  inside.  And 
though  the  concept  of  holidays 
eludes  him,  he  is  free  of  their 
materialism  as  well. 

Tony  has  no  intellectual  or 
philosophical  comprehension 
of  joy.  Yet  he  experiences  it 
abundantly,  and  in  expressing 
it,  shares  it  exuberantly  with 
those  around  him.  In  his  gleeful  teasing  and  mischief,  he 
is  a  fuimy,  exaspeiating  pixie;  yet  he  is  honestly  without 
malice.  He  awards  his  affection  like  the  prize  that  it  is.  His 
laughter  is  free,  unrestrained  and  easily  contagious. 

Tony  understands  emotions  with  ;in  instinctive  clarity 
most  of  us  never  achieve.  He  loves  witliout  condition  or 
manipulation.  He  forgives  without  hesitation  and  holds  no 
grudges.  He  accepts  each  of  us  without  judgment, 
affirming  us  as  we  are— whether  or  not  we  accept  him. 

Tony's  "song  of  light"  is  a  unique  and  invaluable  gift  to 
the  world.  Those  who  possess  the  wisdom  to  learn  from 
tJiis  child  receive  gifts  of  lasting  insight  into  what  is  funda- 
mental, joyful,  beautiful  and  truly  important. 

Tbny,  now  23,  pa?1icipates  in  a  Iwme-based  progtam 
and  continues  to  participate  in  outside  tfierapies.  Susan 
ivcmtly  beraine  involved  u'ith  Partners  in  Polici/mak- 
ing,  a  national  leadership  pmgmm  which  pmrndes 
advocacy  tmining  to  families  and  people  with  disabili- 
ties. Tony  and  Susan  have  lived  in  California  and 
Rhode  Island,  and  currently  live  on  Ixmg  Island,  Nnv 
York. 


Tony,  age  19. 
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Wear  Ever  Bcyx  MIU  to  Moderate 
locontlneiKe.  8oz.  capacity. 


Wear  Ever  Mteyr  Mild  to  Moderate 
IncoallnerHX.  8  oz.  capaclti/. 


WEAR*EVER 

THE  FREEDOM  TO  GO  WHEREVER  YOU  WlSH^" 

Introducing  WEAR-EVER':  The  first  family  of  wasfiable,  reusable 
incontinence  underwear  that  outperforms  disposables.  ^ 

The  secret?  WEAR«EVER  underwear  is  made  exclusively 
with  HypersorbT  a  revolutionary  fabric  with  extraordinary 
absorbency  and  quick-drying  properties. 

In  fact,  WEAR'EVtR  undenwear  holds  up  to  450cc  oT 
urine -15  ounces-  without  leakage,  and  that  means 
greater  comfort,  confidence  and  freedom. 

Plus,  WEAR-EVER  underwear  can  be  washed  up  to 
200  times  without  losing  its  absorptive  powers.  Which 
means  you'll  save  at  least  $1,300*  a  year  over 
disposables. 

WEAR-EVER.  All  sizes.  Lightweight.  Fashionable. 
Environmentally-friendly.  And  guaranteed  for  one  year  or 
your  money  back. 

To  order,  or  for  more  information,  please  call: 

V800-550-4MOM 

For  Severe  li 
15  oz.  capaclti/. 


Wear  Ever  Pull-up:  For  Severe 
Incontkmnce.  ISoz.  eapaciti/. 


^^^^ 


VISA 


477-2294 
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■  Based  on  research  by  TMI 


Back  and  forth,  in 
and  out  of  ccmven- 
timud  hospitals  and  treatment 
programs.  Because  complex 
behavioral  issues  frustrate 
treatment  of  a  younf;  child's 
neurological  deficits.  Our 
unique  medical  and  behavioral 
aplrroach  can  break  the  cycle 
of  multiple  failures. 
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Hostntalf<n  Children  and  AdalcscenLs  -  9407  Cumberland  Road  -  New  Kent,  Virpfnia  23124  -  IW0^368^3472 


ERIC 


Circl*  #  18 


SIBLINGS 


More  Sibling  Concerns 


by  Donald  J.  Meyer 


Tliis  anicle  is  an  excerpt  from  Sibshops:  Workshops  for 
Siblings  of  Children  with  Special  Needs  (Paid  H. 
Brookes,  1994).  litis  is  the  third  of  four  excerpts  Excep- 
tional Parent  will  publish.  This  month's  excerpt  contin- 
ues the  Octobcn-  excerpt's  discussion  of  som£  uniqu£ 
concerns  of  siblings.  Sirshops  is  available  thmugh 
ExcEPTiONAi.  Parent  Library,  (800)  535-1910. 

Since  the  1980s,  we  have  learned  one  simple  yet  far- 
reaching  lesson  from  the  hundreds  of  parents  and 
siblings  we  have  met,  and  it  is  this:  Siblings'  experi- 
ences parallel  parents'  experiences.  Brothers  and  sis 
ters  will  encounter  joys,  concerns  and  issues 
regarding  the  person  with  special  needs  that  ^ 
closely  correspond  to  those  of  their  parents.  <  * 

And,  although  brothers  and  sisters  have  the        '   .  t. 
longest-lasting  relationship  in  the  family,  sib- 
lings (as  we  see  again  and  again)  have,  com-  i 
pared  to  their  parents,  far  fewer  i     •  '; 

opportunities  to  gain  access  to  programs, 
services  and  professional  support. 

Nowhere  is  this  more  evident  than  in  the 
area  of  peer  support.  Many  parents  coimt 
on  sharing  the  good  times,  the  not-so-good 
times  and  helpful  information  with  a  peer 
who  is  also  the  parent  of  a  child  with  spe- 
cial needs.  Some  parents  connect  with  other  parents 
through  common-sense  efforts  in  programs  such  as  Par- 
ent-to-Parent,  fathers'  programs,  or  mothers'  groups. 
Many  parents  maintain  infonnal  contact  witli  other  par- 
ents of  children  who  have  similar  special  needs.  For  most 
parents,  the  thought  of  "going  it  alone,"  without  the  bene- 
fit of  knowing  another  parent  in  a  similar  situation,  is 
unthinkable.  Yet  this  happens  routinely  to  brothers  and 
sisters... 

Like  their  parents,  brothers  and  sisters  appear  to  bene- 
fit from  groups  in  which  they  can  voice  their  fears,  hopes 
and  doubts.  Groups  specifically  for  brothers  and  sisters 
demonstrate  that  somebody  cares  about  the  issues  facing 
them  and  values  the  important  role  they  play  in  the  family 

. . .Brothers  and  sisters,  while  they  have  unique  con- 
cerns, are  not  the  at-risk  population  once  described  in  the 
research  literaturp.  Like  their  parents,  the  vast  miyority  of 
brothers  and  sisters  of  people  with  special  needs  do  well 
despite  challenges  brought  about  by  their  siblings'  disabil- 
ity or  illness.  Consequently,  programs  for  brothers  and  sis- 
ters should  reflect  siblings'  and  families'  strengths  while 
acknowledging  their  c  onc  enis. . . 

Unequal  treatment  and  excessive  demands 

'vvTien  we  listen  to  brothers  and  sisters  at  Sibshops  or  dur- 
ing sibling  piuiels,  Ihcy  nvcjuently  complain  that  their  sih 


lings  "get  away  with  murder."  Family  rules  about  behav- 
ior, chores,  bedtime  routines  and  so  foith  often  do  not 
apply  to  the  child  with  special  needs.  Brothers  and  sisters 
frequently  insist  that  their  sibling  could  comply  with  many 
of  the  family's  rules  and  requirements  "if  only  my  parents 
would  make  him  [or  her]  do  it" 

Siblings'  views  deserve  to  be  heard,  even  if,  as  children, 
they  lack  a  parent's  imderstanding  of  the  "bigger  picture." 
Their  alternative  perspective — which  almost  always 
focuses  on  what  they  believe  their  sibling  can  do — can 
provide  parents  and  service  providers  with  fresh  insights 
regarding  a  child's  actual  abilities.  "My  brother  never  has 
to  unload  the  dishwasher  because  he 
,         has  Down  syndrome,"  one 

i     brother  told  us.  "But  he  can  do  it 
I  know  he  can,  because  when  my 
parents  aren't  home,  I  make  him 
;      unload  the  dishwasher. . . " 
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Planning  for  the  future 

In  families  where  there  is  a  child 
with  developmental  disabilities, 
frequently  there  is  an  assump- 
tion— often  unspoken — that 
brothers  and  sisters  will  someday 
become  guardiai\s  of  their  sibling. 
An  especially  poignant  concern  for 
many  adult  brothers  and  sisters  regards  their  siblings' 
future  and  the  role  they  will  play  in  that  future. . . 

When  parents  fail  to  involve  siblings  in  planning  for  the 
future  for  the  person  wit'.i  the  disability,  resentment  is 
likely  to  occur.  "My  parents  won't  consider  letting  Bobby 
try  a  group  home,"  one  sister  told  us.  "That's  all  well  and 
good  now,  but  what  happens  when  they  die?  Will  he  have 
to  come  live  with  me?" 

...  It  is  reasonable  to  expect  that  adult  siblings  of  t  he 
baby-boom  and  post -baby-boom  generation  will  be  more 
involved  in  the  lives  of  the  brothers  and  sisters  with  dis- 
abilities than  any  previous  generation.  Unless  parents  and 
service  providers  involve  siblings  in  the  planning  for  their 
children's  future,  many  adults  with  disabilities  will  soon 
have  sibling  guardians  who  are  both  ill-prepared  for  the 
job  and  resentful  of  the  responsibilities  placed  on  their 
shoulders. . . 

Increased  responsibility 

Researc  h  suggests  some  general  guidelines  for  assigning 
(iomestic  chon>s  to  siblings  of  children  with  special 
needs.  Krst,  the  type  of  c-hores  assigned  should  be  consid- 
ered. Are  child-care  (U'mands  resulting  in  conflict?  If  so, 
parents  may  wish  to  consider  offering  siblings  a  choice  in 
the  tyi)e  of  household  responsibilities  they  assume.  Piu  - 
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\l  TUNED"lN,  TURNED"On  Book 
About  Learning  Problems 

-Revised  Edition- 
Help  your  child  leant  hoiv  to  ivork 
around  learning  disabilities 


In  thii  best  selling  self- 
help  guide  written 
directly  to  adoles 
cents  and  teens, 
author  Marneii 
Hayes,  Ed.D., 
takes  a 
positive  and 
practical  ap- 
proach to  helping 
kids  capitalize  on 
their  individual  learn- 
ing style. 


The  content  of  the  new 
edition  now  in- 
cludes new  study 
tips,  a  new  glos- 
sary, and  more 
'homework' 
for  parents 
and  teachers 
to  help  them 
understand  what 
a  child  with  learn- 
ing difficulties  need? 
them  to  know. 


TUNED-IN,  TURNED  ON  BOOK  About  Learning  Problems 

6x9"  softcover,  163  pp.  #090- 1  $10.00 
Prepaid:  Add $2.50  s/h  Billed:  Add  10%  s/h  (min.  $2.50) 
California  residents  add  sales  tax. 


Academic  Therapy  Publications 

20  Commercial  Blvd.  aTK  Novato,  CA  94949-6191 
1  (800)  422-7249     , ... ,  .  J^-;,. ....  Fax:  (415)  883-3720 
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(Children's  SpeiMali/cd  Hiupital  is  ilcdicalcd  cxclusi\cl>  lo 
sorvrng  the  spciial  needs  cM' children  and  adoleseenis 

•  Child  Stud>  Team 

•  Learning  Disabilities 

•  Attention  Deficit  Disorder 

•  r;arly  liiter\cntii)n '  Pre-Schcxil 

•  Speech  and  Hearing 

•  Psycholiigical  Services 

•  Rehab  Technology 


Occupationiil  Therapy 
Physical  Therapy 
Cognitive  Remediation 
Day  Hospital 
Recreational  Therapy 
Augmentative  Coniiiiunicali'  .n ' 
Cuniputer  Evaluation 
Nutritional  Counseling 


Children's 

Specializad 

HospSSal 


MOt  VIAINSIDK  •  KANW(K)I>  •  H)MS  KIN  KK 
hn  ml..>ni,itu.n  m  Ni.ith  Jirsn  uill  (908)  2.VV.1720  K,i  8429  ,r84.W 
liir  inliimiaiiiin  in  Ci-mr.il  ;iral  S<uiih  Ji-r«>  call  (908)  914-110 J  K<i.7()6 

ChilJren's  Spcciuli/cd  Hdspilal  uas  amonp  .^'^  (if  Ihc  nation's  hospilak  I  isl  year 
aaanlcd  "/Vcrcdilaliun  wilhConinKndaliun"  -  IhchighcsldKlincliun.  uanJcJ 
1^  the  Joint  ConinlKsion  on  Accnxtllalion  i>f  Hcaltkarc  Organi/alio  u. 
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ents  can  offer,  siblings  an  opportunity  to  contribute  to  the 
family  in  other  ways — shopping,  meal  preparation  or 
cleaning. 

Second,  the  amoimt  of  demands  placed  on  the  typi- 
cally-developing child  should  also  be  considered.  Parents 
should  compare  their  children's  level  of  cliild-care  and 
household  duties  with  those  of  their  peers  in  order  to 
determine  if  their  chores  are  excessive  or  preventing 
them  from  participating  in  at  least  some  activities  outside 
the  home.  Responsibility  is  great,  but  so  is  soccer,  being 
in  the  school  play  or  learning  to  play  the  saxophone. 

Tlurd,  parents  should  think  about  which  sibling  is 
assuming  the  care-giving  demands.  It  is  not  surprising  that 
it  is  sisters  who  bear  the  brunt  of  the  care-giving  responsi- 
bilities. Brotliers  are  often  exempted  from  demanding 
care-giving  duties.  Parents  should  be  encouraged  to  make 
sure  the  chores  are  spread  equitably  among  brotliers  and 
sisters... 

Pressure  to  achieve 

The  perceived  pressure  on  siblings  of  people  with  special 
needs  to  excel  in  academics,  sports,  music  or  even  behav- 
ior has  long  been  noticed  by  clinicians.  Earlier  writings 
suggested  that  parents  placed  the  pressure  on  their  typi- 
cally-developing children,  as  if  to  compensate  for  the  "fail- 
ure" of  the  other  cluld's  disability.  UTiether  consciously  or 
unconsciously,  parents  can  pressure  their  children  to 
compensate  for  the  limitations  of  the  child  with  a  disabil- 
ity, creating  resentment  and  anxiety  for  typically-develop- 
ing siblings. . . 

While  parents  may  be  the  source  for  some  of  the  pres- 
sure siblings  experience,  it  may  be  that  siblings  place 
much  of  the  pressure  on  themselves. . .  One  motivation 
may  be  attention.  As  one  sister  told  us,  "Growing  up,  I  did 
well  in  school  because  that  was  my  way  of  getting  atten- 
tion from  my  parents."  Another  brother  said  he  did  well  in 
school  to  counteract  the  profound  sense  of  loss  his  par- 
ents experienced  about  his  sister's  disability.  Another  sis- 
ter volunteered  that  success  in  academics  was  her  way  of 
demonstrating  to  the  world  that  it  was  her  sister,  not  she, 
who  had  a  disability. 

High  achievement  in  academics,  sports  or  behavior  may 
seem  like  a  dubious  "concern... '  Indeed,  the  conscien- 
tious attitude  some  siblings  have  for  their  schoolwork 
would  suggest  that  their  need  to  achieve  is,  in  fact,  an 
"unusual  opportunity."  And  it  may  well  be.  However,  pai'- 
ents  should  be  alert  for  siblings  whose  efforts  are  comi^ul- 
sive  or  neurotic  (like  the  sibling  who  cannot  be  satisfied 
with  a  B+  average),  or  for  siblings  v/ho  are  unhappy, 
despite  many  successes. 

Donald  J.  Mcypr  i.s  the  di rector  of  the  Sihiing  Sii]>port 
Project  at  (liildroi's  Ho.spital  and  Medical  Center  in 
Seattle,  V/ashington.  Don  is  the  younger  bivtlier  of  two 
.sibling.^  who  liai'c  cpilepsg.  lie  /.s  married  and  the  father 
offour  children.  Ili.s  book,  Sihsiioik  Wuiik'hioi's  rou  Sin- 
i,i.\(i.s  or  ('iiii.DHhW  wrni  Si-kcim.  Nki:i>s,  detoil.s  the  pro- 
gram that  won  the  1!)!)^  National  Award  for  Innoration 
from  the  A.ssneiationfor  the  Care  of  Children's  Health. 
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Environmental  Controls 

Future  Home  provides  a  model 

By  Carole  Lendosky 

During  the  week  of  Jiuie  27, 
I  a  project  six  years  iii  the 
making  was  fu\ally  com- 
pleted. Just  16  miles  out- 
side of  Baltimore,  Maryland, 
Future  Home  is  a  hom.e  over- 
flowing with  state-of-the-art 
teclvnology  designed  to  help 
people  with  disabilities 
and  the  elderly.  The 
home  was  built  by  the 
Volunteers  for  Medical 
Engineering  (\'ME),  a 
non-profit  agency  made 
up  of  voliuiteers  from 
the  fields  of  engineer- 
ing, medicine  ai\d  reha- 
bilitation. 

There  are  doors  that   

open  automatically  when  a  wheelchair  approaches,  lights 
that  come  on  when  someone  enters  a  room  and  kitchen  cab- 
inets tliat  i-aise  and  lower  with  a  flick  of  a  switch.  Switches 
are  coded  in  Braille.  Devices  can  be  voice-activated. 

Parents  of  children  with  disabilities  clamored  to  know- 
how  the  equipment  in  Future  Home  could  help  them. 
They  wanted  to  know  how  nuich  it  would  cost. 

Jeffrey  Jerome,  Future  Home's  technology  expert, 
exiMains,  "We  see  in  Future  Home  how  new  tecluiology 
for  the  home — coupled  witli  barrier-free  design —  can 
help  children  live  more  independently  and  help  their  par- 
ents cope  with  the  daily  demands  of  child  care.  There  are 
many  devices  that  help  achieve  that  end  without  spending 
a  whole  lot  of  money." 

However,  Jerome  warns  against  giving  a  shopping  list 
of  prices.  "It's  all  well  and  good  to  give  a  price  for  the 
eciuipment,  but  proper  design  for  the  individual  tmd  instal- 
lation nuist  be  considered.  A  system  must  be  designed 
based  on  individual  needs  and  capabilities.  And  prices  can 
vary  depending  on  the  layout  of  the  home." 

Future  Home's  technology 

With  that  in  mind,  we  offer  a  ILst  of  some  of  F^iture 
Home's  technology.  Tlie  list  is  not  at  all  inclusive.  Among 
the  least  exi)ensive  items  are  remote  controllers  and  X-10 
devices  which  allow  u.sei-s  to  turn  things  on  and  off  with- 
out touching  a  switcii. 

For  $1(X)  or  U-.ss,  a  cordless  phone  r,m  make  life  easier. 
Big  button  switches  ciui  be  purchased.  Kcyboiu-d  and  tele- 
phone htuuis-free  positioning  anus  iu-e  also  available  for 


mve]  Future  Home  is 
located  on  GmivttsviUe  Pike 
in  Baltimore  Cmmty,  Mary- 
land. Completed  in  June, 
tlie  home  features  state-of- 
the-art  technology  designed 
to  lielp  people  with  disabili- 
ties and  theeldetiy. 
ILcfl]  Future  Home's 
^^^^^   kitchen  features  cabinct.s 
that  loiver,  adjustable  countertops  and 
an  insulated  coffee  um  that  remains 
touchable  even  when  the  coffee  is  Iwt. 


under  $100. 
Swing-cleai'  door 
hinges  which 
won't  block  any 
part  of  the  door- 
way can  be  u.sed 
by  people  in 
wheelchairs. 

For  $500  or 
less,  there's  a  toi- 
leting system 
which  acts  as  a 
bidet  with  a  drier. 
You  can  also  buy 
a  voice  recogni- 
tion system  for 
your  computer 
which  enables  it 
to  respond  to 
verbal  com- 
mands. Otlier 
devices  within 


this  price  range  are  keypad  door  locks,  wireless  micro- 
phones, sensors  to  open  the  doors  when  a  wheelchair 
approaches  and  a  CD-ROM  drive  with  sound  card  that 
will  allow  you  to  play  compact  discs  and  educational  soft- 
ware on  your  computer.  Most  software  packages  for  chil- 
dren with  disabilities  are  available  for  less  then  $500. 

For  $1,000  or  less  you  can  purchase  a  whole-house  tele- 
phone/intercom system  which  allows  children  to  call  for 
help  or  dial  parents  at  work;  a  security  system  that  chil- 
dren can  work;  television  cameras  to  monitor  children 
(with  or  without  sound)  or  a  whole-house  infrai'ed  system 
that  allows  a  remote  controller  from  one  room  to  work 
devices  throughout  the  home.  Sinks  can  be  equipped  with 
push  buttons  on  the  side  of  the  counter  which  control  the 
water  and  prevent  scalding. 

I^ss  than  $3,000  will  buy  some  iiower  doors  that  can 
be  opened  with  a  hand-held  c:ontrol.  Some  stairiifts  also 
are  obtainable  for  this  price.  Automatic  lighting  which 
comes  on  a  few  seconds  after  someone  entei-s  a  room  is 
available.  Individual  heating  tuid  cooling  systems  for 
each  room  tu-e  available,  as  is  a  wheelciiair-accessible 
shower  Motorized  cabinets  which  are  acUustablo  in 
height  can  also  cost  less  than  $3,000,  as  can  ac^justable 
countertops  wiiich  lower  to  acconuuodate  children  in 
wheelchaii-s.  There  are  also  tables  with  tojis  which 
acljust  in  height  to  the  proper  size  of  the  child  as  he 
grows.  A  small  wearable  triuismitter  c-iui  monitor  1  he 
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The  Disabled  Opportimities  Center 

When  a  1986  accident  left  Tioi  Connole's  16-year-old  stepson, 
Dominick,  a  quadriplegic,  Connote  became  determined  to  provide 
Dominick  with  a  barrier-free  environment. 
Connoie,  a  successful  building  contractor  and  developer,  built  a 
new  home,  gathering  assistive  devises  and  adaptive 
equipment  from  around  the  world.  Connote  then 
devoted  himself  to  designing  and  constructing  other 
homes  and  facilities  for  people  with  disabilities. 

Soon,  hundreds  of  peopte  were  flocking  from 
across  the  country  to  view  Connole's  home,  The 
attention  prompted  him  to  open  the  Disabled 
Opportunities  Center  (DOC)  in  1993. 
The  DOC,  in  the  Kearny  Mesa  area  of  San  Dtego, 
houses  a  full-scate  model  home  and  model  office  with  equipment 
from  various  manufacturers.  Visitors  can  try  out  devices  ranging 
from  a  ceiling  lift  to  specialized  dishes.  A  centralized  '/oice-acdvated 
computer  can  open,  doss  and  lock  doors  and  windows;  turn  on  the 
stereo  and  television  and  set  the  alarm  system.  Cabinets  and  sinks 
are  height-adjustable  with  a  touch  or  voice  command. 

On-site  occupational  therapists  provide  individual  assessments 
and  training  on  how  to  use  adaptive  equipment.  The  DOC  also 
offers  consultation  on  the  Americans  with  Disabilities  Act  (AD/^  to 
help  businesses  and  individuals  wort<  in  compliance  with  the  law. 

For  more  information,  contact  Disabled  Opportunities  Center,  7323 
Engineer  Road,  San  Diego,  CA  92111,  (619)  573-0800  (Voice), 
(619)  573-1801  (mo,  (619)  573-0886  (fax). 


For  people  with  disabilities, 

WE  CAN 

turn  your  computer  into  an  open  door. 


A  dtmniiH-nitif!  Ut  new  opixirtwiitws  —  at  Mirk,  til  st  iimii  iinil  at  liomt: 
Tlitiiiks  It)  IHM Irrlimih^Y. /mtsohs  iciili  l  isiiiii,  iiwiiiiily.  aix'crhllwiirmf! 
or  tillfiilitm/ini'miirY(lis(il)ililifsttiiititi  lliinfisnmr  nm-rllinufilil 
lx)S!iiiiit:  l.ikf  citmjh'lc  in  llii-  uxirkplacr md siipimrl faiiiilirs.  I.iw 
imlfjM'iulcnlh  ofdihcrs.  Fmd out  mmv  li\  ((illinii  1-110(1- I2()-Ili:i2 

(\oia:):  i-ii()i)-i2o-:i:m(Ti)i)):  /« (.■«,„„/«.  i-iioo-t(,.-,-7<m. 

il  //fW.  Kfniinliiiiitm-lliaii  wit  lliiiik. 

IIMIndki'kndknckSkhiivS 

.  imii.ii'  r'li '  mil  (/.,.;.,.,„/,,„.  s  (,.„...;„„./,  ,/..j/„„-  ,  iii.  i/.,.;,  i„,.„,„» 
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child's  voice  within  a  certain  distance  from  the  house. 

For  $10,000  or  less,  a  whole-house  home  automation 
system  can  be  purchased.  This  includes  environmental 
controls  which  can  open  power  windows  and  doors  auto- 
matically. A  special  security  system  is  available  to  turn  on 
lights  automatically  as  a  child  moves  through  the  home. 

The  benefits  of  equipping  your  home  with  the  right 
devices  are  numerous:  Proper  equipment  allows  parents 
to  monitor  the  child  in  other  parts  of  the  home,  allowing 
the  child  to  be  protected  while  feeling  independent. 
Depending  on  a  child's  ability  level,  environmental  con- 
trols can  allow  him  to  enter  and  leave  the  home  indepen- 
dently. Systems  can  be  programmed  to  keep  a  cliild  from 
wandering  too  far  from  the  house.  For  parents  who  work 
outside  the  home,  there  is  a  system  that  provides  a  way  of 
knowing  when  your  child  is  home.  Systems  can  also  be 
devised  to  guard  against  child  abuse  by  caregivers  with 
cameras  that  record  continuously  and  surreptitiously. 
There  are  devices  that  allow  caretakers  access  to  the 
house  only  during  specific  hours. 

Future  Home  is  open  regularly  to  display  these  devices 
and  others.  For  more  information  about  Future  Home  and 
how  its  technology  can  benefit  you,  contact  VME  c/o 
Montebello  Hospital,  2201  Argone  Drive,  Baltimore,  MD 
21218,  (410)  243-7495. 

Carole  Letidosky  has  worked  for  VME  in  Public  Affairs 
and  Development  since  1992. 


Let  us  help  you  and  your  child  with  friendly,  high 
quality  materials: 


picture  communication 
feeding  and  swallowing 

language  development 

featuring  the  Hanen  Program 

toys  and  games  to  train 
daily  living  skills 


Pictures  s/ioira  are  communication 
stickers  from  our  Picic  'n  Sticic 
Primary  Pack. 


Call  or  write  for  our  free  catalog: 
Imaginart  Communication  Products 
307  Arizona  Street,  Dept.  EP4,  Bisbee,  AZ  85603 
(800)  828-1376 

Circle  #41 


Dental  Care  for  Children  with  Disabilities 

Common  Pediatric  Dental  Problems 


by  Steven  P.  Perlman 


Part  Four 


Though  children  with  some  disabili- 
ties may  be  more  prone  to  certain 
dental  problems  (see  "Special  Chil- 
dren are  at  Greater  Ru^k,"  August 
1994),  they  must  also  deal  with  the 
more  conuuon  dental  problems  of 
childhood.  This  article  will  help  par- 
ents recognize  and  obtain  appropri- 
ate treatment  for  some  common 
pediatric  dental  problems: 

•  A  dark  (blackish-bluish)  front 
primary  tooth  may  indicate  a 
change  in  the  vitality  of  its  nerve, 
usually  due  to  a  past  history  of 
trauma  to  the  tooth.  Your  dentist 
should  be  consulted. 

•  Facial  or  gum  swelling  most 
often  indicates  an  abscessed 
(infected)  tooth.  Tliis  is  usually 
caused  by  a  deep  cavity,  or  occasion- 
ally is  related  to  past  trauma  to  the 
tooth  with  subsequent  nerve  damage. 
In  primary  teeth,  the  usual  treatment 
is  extraction;  in  permanent  teeth,  the 
normal  treatment  is  tooth  pulp  tlier- 
apy,  more  commonly  known  as  a 
"root  canal."  Yoiu-  dentist  should  be 
consulted  immediately  to  help  pre- 
vent the  spread  of  infection. 

•  Cavities,  or  dental  decay,  must  be 
treated  in  both  primary  and  penna- 
nent  teeth. 

•  An  over-retained  primary  tooth 

is  a  "baby  tooth"  that  is  still  in  posi- 
tion when  a  pcmianent  tooth  is  cnipt- 
ing  into  the  same  space.  The  over- 

Stevmi  P.  Prdiiitt)!,  D.D.S.,  M.Sr.n., 
uperializes  in  dental  rcnvfor  rliildren 
it'itli  disabilities,  hi  addition  to  his 
private  pmctiee,  he  teaches  pediatric 
dentistry  at  th/' Boston  Unirositi/ 
Goldman  SchnnI  of  Graduate  Den- 
tistri)  and  semes  an  rice  president  of 
the  Acadenii/  of  Dentistry  for  Pers(ni.'i 
irith  Dis(d)ilities.  Dr  Peiitnan  is  clin- 
ical director  of  the  Special  Olympics 
"Special  Athletes,  Sp(Ti(d  Smiles" pm- 
fpvni.  He  lires  in  Swanipseott,  Massa- 
chusettfi. 


retained  tooth  should  be  removed 
immediately,  so  the  pennanent  tooth 
can  take  its  rightful  position. 

Tliis  problem  occurs  most  com- 
monly with  the  lower  front  teeth,  but 
it  can  also  happen  with  the  upper 
front  teeth.  Older  children  (ages 
7-13)  may  retain  primary  teeth  in  the 
molar  and  cuspid  region.  The  pres- 
ence of  baby  teeth  in  the  middle 
teenage  years  indicates  a  potential 
problem  such  as  a  congenitally 
absent  permanent  tooth  or  an 
impacted  permanent  tooth. 

•  If  a  primary  tooth  is  acciden- 
tally knocked  out  of  the  mouth, 
leave  the  tootli  out  and  seek  cai  e 
immediately.  Bring  the  tooth  to  show 
tlie  dentist.  If  the  tootli  is  intruded 
(pushed  up  into  the  gum)  due  to  an 
ii-yury,  it  can  often  be  left  to  re-erupt, 
but  must  be  carefully  monitored. 

•  If  a  permanent  tooth  is  acciden- 
tally knocked  out  of  the  mouth, 
prompt  treatment  is  e.ssential.  Tl\e 
longer  the  tooth  is  out  of  the  mouth, 
the  less  likely  it  is  that  treatment  will 
be  successful.  Handle  the  tooth  by 
the  top  (crown),  not  the  root  portion. 
Try  to  stick  the  tooth  back  into  the 
socket — nonnally,  it  will  fit  quite 
well — and  hold  it  firmly  in  place  until 
help  is  obtained. 

If  you  are  unable  to  replant  the 
tooth  in  tlie  socket,  place  it  in  milk.  If 
milk  is  not  available,  have  the  child 
hold  the  tooth  in  his  mouth  or  place 
it  in  water.  Do  not  store  the  tooth  in 
the  child's  mouth  if  there  is  a  possi- 
bility he  will  swallow  it. 

The  dentist  will  attempt  to  repkmt 
the  tooth.  The  dentist  will  replace  the 
tooth  in  the  socket  and  keep  it  sta- 
bile by  splinting  it  to  ac^acent  teeth 
for  several  weeks. 

•  If  primary  or  pennanent  teeth 
are  displaced  (knocked  to  the  side 
but  not  out  of  the  socket),  reposition 
them  as  sof)n  as  possible  imd  seek 
professional  care  immediately. 

•  Vague  pain  in  gums  may  be 


caused  by  canker  sores.  These  are 
very  common  in  children  and  caii 
occur  in  any  soft  tissue  area  Medica- 
tion can  be  given  to  relieve  pain. 
Avoiding  hot  and  spicy  foods  and 
drinks  will  diminish  discomfort. 

•  Fractured  permanent  incisors 
(front  teeth)  require  prompt  treat- 
ment. Children  with  some  disabilities 
are  more  prone  to  accidents  that  can 
fracture  teeth.  Seizure  disorders  and 
poor  motor  coordination  can  lead  to 
falls.  If  the  incisors  protrude,  they  are 
more  likely  to  be  damaged. 

Fractured  incisors  can  be  restored 
with  a  bonding  technique  or  crown. 
If  the  nerve  is  exposed,  it  will  be 
removed  or  treated  before  the  bond- 
ing treatment  is  undertaken. 

•  Erupting  wisdom  teeth  (third 
molars)  may  sometimes  cause  pain. 
An  infection  called  pericoronitis  may 
occur  if  the  tooth  does  not  enipt 
fully.  If  this  occurs,  swelling  will 
occur  in  the  face  and/or  gums.  Imme- 
diate care  is  necessary  to  prevent  tlie 
spread  of  infection. 

•  Bruxism,  the  grinding  or  gnashing 
of  teeth,  occurs  more  frequently  in 
children  with  disabilities.  Bruxism 
usually  occurs  when  tiie  child  is 
sleeping,  but  some  children  may  also 
giind  their  teeth  throughout  the  day. 
T\\is  habit,  continued  consciously  or 
unconsciously  over  a  period  of  time, 
can  cause  tooth  abrasion  and  loss  of 
tooth  stmcture.  In  permanent  teeth, 
bnixism  can  lead  to  periodontal  dis- 
ease (bone  loss)  and/or  a  temporo- 
mandibular joint  disorder  (TMJ)  in 
which  the  upper  and  lower  jaws  are 
out  of  alignment  resulting  in 
headaches  and  facial  pain.  However, 
most  of  Iho  time,  bnixism  will  not 
cause  such  problems. 

Bnixism  can  be  diagnosed  at  a 
routine  dental  visit.  Treatment  may 
iiuiudo  bite  a(\justments  or  a  bite- 
guard  appliance.  IIow(>vei-,  treatiiKMit 
is  usually  not  neces.sary  and  the  habit 
is  outgrown. 
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T  HE  AU  TOM  AT  I C  TOOT  H  B  RU  S  H 
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FATHERS'  Voices 


A  Whole  New  Ballgame 

Reflections  on  a  year  of  Fathers'  Voices 
by  James  May 


n  The  Fathers' Book,  Har- 

S-|  vard  professor  David  Bell 
Jj  remarks,  "Despite  the  tilings 
we  [men]  did  learn  from  our 
fathers,  we  usually  did  not  find 
out  how  to  balance  full  pzutici- 
pation  in  work  and  in  family. 
Now  we  are  exploring 
uncharted  territory,  with  all  of 
the  missteps  and  false  starts 
that  such  exploration  requires. 

Fathers  of  children  with  spe- 
cial needs  understand  the  dis- 
comfort and  joys  of  this 
exploration  better  than  any 

other  men  I  know.  Daily,  they  ask  themselves  hard  ques- 
tions: How  do  I  come  to  terms  with  my  child's  future 
when  it  so  often  seems  hopeless  and  confusing?  How  do  1 
cope  with  the  feelings  of  anger  and  helplessness  that  con- 
tinually creep  to  the  surface?  How  do  I  help  my  employer 
understand  the  special  circumstances  of  my  family  with- 
out jeopardizing  my  job?  Where  do  I  find  enough  time  in 
the  day  to  work,  to  nurture  the  relationship  I  have  with 
my  spouse  and  to  be  a  vital  part  of  my  child's  life? 

"Unnatural"  Change? 

Like  many  other  men,  fathers  of  children  with  disabilities 
are  making  family  the  priority  in  their  lives.  Increasing 
numbers  of  men  are  showing  up  at  therapy  sessions,  doc- 
tor's appointments,  even  circle  time.  Indeed,  the  philoso- 
phy of  family-centered  cai  e  declares  there  must  be  more 
than  one  "designated  expert"  when  it  comes  to  the  well- 
being  of  a  child.  In  The  Niaiuring  Father,  Yale  professor 
Kyle  Pruett  captures  the  essence  of  these  changes  when 
he  notes  that  "the  uninvited,  uninvolved,  unwelcomed, 
inept  father  is  moving  towards  obsolescence.  But  let's  not 
delude  ourselves.  Such  change  is  frequently  unwelcome, 
highly  siuipect,  and  often  seen  as  'imnatiu^.'" 

But  to  whom  is  such  change  unnatimil,  and  why?  Sev- 
eral Fathers'  Voices  pieces  have  spoken  of  fathers'  ongo- 
ing stniggles  to  win  recognition  for  the  pivotal  roles  they 
play  in  the  lives  of  their  children.  In  "Fathers  Are  Care- 
givers, Too!"  (.August  1994),  Steve  Fischer  reminds  other 
dads  that  "we  have  a  long  way  to  go  in  educating  our 
health  care  providers  about  the  emotional  needs  of 


fathers  who  have  children  with 
disabilities.  We  fathers  must 
take  the  lead  in  educating  med- 
ical professionals  and  advocat- 
ing for  ourselves.  We  must 
support,  encourage  and  share 
with  each  other.  We  must 
remind  our  health  care 
pro'/iders  that  fathers  are  care- 
givers, too." 

Likewise,  Bob  Craig,  in  "I'm 
Bryan's  Dad  and  Part  of  His 
Team"  (February  1994), 
implores  men  to  "stay  involved! 
It's  important  for  you  as  a  par- 
ent. It's  important  for  your  child  with  special  needs.  And 
it's  an  important  statement  to  professionals  on  behalf  of 
all  the  fathers  who  will  come  after  you." 

A  whole  new  baiigame 

Fathers  of  cMdren  with  special  needs  are  re-thinking 
their  values  and  priorities.  In  doing  so,  they  are  discover- 
ing that  parenting  is  a  whole  new  ballgame.  Bill  Abbott 
("The  Biggest  Game,"  October  1994),  an  over-the-road 
truck  driver  from  Columbia,  Missouri,  dreamed  of  teach- 
ing his  then-unborn  son  to  "throw  a  curve  ball  and  catch  a 
football."  After  Gregory  was  diagnosed  with  cerebral 
palsy,  the  game  plan  changed.  Bill  wrote,  "I  have  always 
dreamed  of  being  a  coach.  Well,  I  got  my  wish.  Encourag- 
ing Gregory  to  become  independent  will  be  the  biggest 
game  I  will  ever  coach.  Teaching  him  to  stand  in  one  spot 
witliout  taking  a  tumble,  teaching  him  to  successfully  nav- 
igate the  bathroom,  teaching  him  to  pull  his  pants  down 
and  back  up  again — these  are  much  greater  rewards  than 
wiiming  any  Super  Bowl  or  World  Series." 

In  "The  Silent  Ringmaster"  (November  1993),  Robert 
Greenwald  wrote  to  his  son  of  a  wish. . . 

"...to  move  behind  the  blueness  of  your  eyes, 

to  assemble  the  fragments  of  siglil  mid  sound  to  make 

the  animals  come  alive. 
1  would  rise  up  like  a  ringmaster 
and  crack  the  whip 
that  sends  the  lion  roaring 
through  rings  of  fire. 
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How  Do  Ytau  Answer  Your  Telephone 
IfYbuHaveniflfculties?? 


This  Voice-Activated  Phone 
is  Your  Total 
Telephone 
Solution 


Answer  by  your  own  voice 
Totally  hands-FREl- 
Speak  from  a  distance 
Automatically  hang  up 


Clear  speaker  phone 

•  Dial  out  by  using  the  sip 
and  puff 

•  No  special  installation 


IMa<Nowti]rCayhig 
1-80Q-647-8»i7 

Available  in  Black  or  Bei}>e 


TEMASEK 


TKI.KIMKINKINC. 
21  Airpon  BKii.  #G.,  So.  Sut  Francisco,  CA  94080 


Circle*  202 


TM 


Hey  Mom,  Now  There's 
A  Break  From  the  Weather 

Z  ■  The 

WeatherBreaker 

A  COLLAPSISLE  CANOPY  FOR 
WHEELCHAIRS/SCOOTERS 

•  Protects  your  child 
from  the  rain 

•  Shades  your  child 
from  the  sun 

•  Fits  ail  wheelchairs 

•  Mount  it  once,  then  put  it  on 
or  take  it  off  in  a  snap 

Call  your  local  dealer  today! 
or  order  direct 

800-795-2392 

The 

WeatherBreaker"'     Base  Model  $i  moo 

When   1 .  Manufacturer  and  mode!  of  Wheel  Chair/Scooter 
Ordering  2.  Choice  of  teal  oreen,  navy  blue,  cranberry  red  or  charcoal  gray 
Include:  3.  Side  windows  add  $20.00,  Rear  window  add  $10.00 

Checks  -  Money  Orders  -  Credit  Cards  Accepted 
DIESTCO  Manufacturing  •  P.O.  Box  6504  •  Chico,  CA  95927 

Quality  Guaranteed  •  Made  in  the  USA 


or  the  elephant  standing  on  one  hind  leg, 
or  bears — many  bears — 
dancing  in  an  awkward  circle. 
All  sound!  All  color!  All  motion 
coming  together  in  mid-brain 
with  whip-snapping  clarity!" 

Most  fathers,  like  Bill  Abbott  and  Robert  Greenwald, 
would  do  anything  within  their  power  to  bring  the  world 
to  their  children. 

Learning  from  our  kids 

Many  men  have  written  about  how  a  child  can  become 
the  father's  teacher.  In  'Dreanis"  (April  1994),  John  Cox 
wrote,  "All  children  are  a  gift  to  their  parents,  grandpar- 
ents, teachers  and  everyone  who  comes  into  contact  with 
them.  And  they  all  teach  us  something  that  we  would  not 
have  learned  without  them.  For  me,  it  was  to  slow  down 
so  I  could  take  pleasure  in  the  details  of  my  children's 
lives.  I  learned  to 
take  an  active  part  in 
all  my  children's 
activities  and  cherish 
each  of  their  accom- 
plishments. I  am 
richer  for  the  experi- 
ence of  having  a 
child  with  a  disabil- 
ity. I  would  not  wish 
it  away." 

hi  "Wliat'saTough 
Guy  to  Do?"  (June 
1994),  Thomas 
NoUm's  nio\'ing  com- 
mentary on  life  with 
a  son  who  has  a  life- 
tlircatoning  condi- 
tion, NoUui  notes  that  the  experience  of  parenting  a  child 
with  special  needs  lieli)od  him  to  "become  a  more  cjuing 
father  for  both  of  my  sons.  All  those  'womanly  traits'  I 
was  so  shocked  to  find  within  myself  have  heljied  lue  lo 
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MEDI-STROLLER 

Child/Adult  Transport  System 

Breakthrough  in  Durable  Medical  Equipment  for  Ci'ildren  and  Adults! 
Improve  Individual  Independence  &  Mobility 


Scotty 
McLaughin's 
World... 


. . .  BEFORE  MEDI-STROLLER 


.  .  .AFTER  MEDI-STROLLER 


The  Med\-5tro\\er  is  extremely  stable.  It  is  virtually  impossible  for  the  Individual  to  fall  while  experienc- 
ing new  freedom.  People  who  feel  secure  are  more  responsive  to  therapy.  The  Med\-5tro\\er  allows  the 
person  to  become  more  self  reliant.  Care  providers  become  less  likely  to  suffer  from  strain  and  injury, 
thus  reducing  the  incidence  of  costly  liability  and  workman's  compensation  claims. 

Simply  position  the  person  in  the        Optional  features  include: 

MedhStroller,  adjust  to  patient's        •  Utility  Tray 
height  and  realize  newfound  freedom.    •  0>o/gen  Bottle  Holder 

The  Medi-Stroller  can  also  be  cue-       '  '''"'^^^V 

•  Bracket  for  Pulsed 


tom  made  for  specific 
medical  and  physical  neede. 

To  place  your  order  just 
call  toll  free! 

Our  representative  will 

answer  your  c^uestions,  take  your 

order  and  ship  your  Medi-Stroller. 

Call  Todayl 

Toll  free  1-S00-94S-52S4 
(Fax)  1-704-649-9116 
Visa,  Mastercard  Accepted 


Medication  System 

•  Fereonal  Items  bracket 

•  bracket  for  Weart  Monitor 

We  Will  ship  UP5  delivering  your 
Medi-Stroller  eafely  and  t^uickly 
right  to  your  door 
PIUS...A  30  day  at-home-trial! 
Puy  it  and  try  it  for  a  month, 
If  at  that  time  your  are  not 
100%  satisfied  return  it  for  a 
prompt  refund  of  your  money! 


ERIC 


Native  Anierican  Indian  owned  and  operated 
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Columbia  makes  bathtime  easier! 

•  Stable,  secure  Bath  Supports  adjust  easily 
to  suit  you  and  your  child;  fit  any  tub 

•  All  are  durable,  lightweight,  rustproof 

•  Versatile  -  use  indoors  or  outdoors  as  a  go- 
anywhere  support,  for  TV,  wading  pool,  beach 

How  much  support? 

•  The  Wrap-around  Support  (above)  lets  youi 
child  play  in  the  water  while  seated  upright 

•  The  Reclining  Path  Chair  (below)  gives  your 
child  full-length  Nead  and  trunk  support; 
the  angle  of  the  seat  is  easily  adjustable 


Ask  for  our 
FREE  Color 
Catalog  of  many 
helpful  products. 
We'll  also  send 
the  name  of  your 
nearest  dealer. 


COLUMBIA 


survive  the  onslaught  of  emotional  and  physical  demands 
leukodystrophy  has  thrust  upon  me." 

Ending  the  isolation 

In  this  first  year  of  Fathers'  Voices,  I  have  found  myself 
deeply  moved  by  the  willingness  of  men  to  communicate 
their  thoughts  and  feelings.  Fathers  have  written  about 
shattered  dreams,  anger  and  fear.  But  above  all  else,  they 
have  written  of  their  delight  in  and  love  for  their  children. 
No  one  will  ever  con- 
vince me  that  men 
don't  have  strong 
emotions;  they  might 
not  always  exhibit 
their  emotions  for  the 
world  to  see,  but  for 
those  inclined  to  take 
the  time  to  observe 
and  listen,  men's  feel- 
ings are  clear  and  evi- 
dent 

I  feel  blessed  in 
having  met  these  terrific  fathers  who  have  been  willing  to 
share  their  stories,  passions,  strengths,  laughter  and  tears. 
And  I  know  readers  have  er\joyed  meeting  them,  too. 
Many  men  (and  their  wives)  have  written  to  thank  me  for 
lifting  the  mask  of  personal  isolation,  for  helping  them 
know  that  their  feelings  and  emotions  are  normal  and 
"okay."  They  speak  of  flmding  renewed  hope  in  knowing 
they  are  not  alone — Thanks  to  Exceptional  Parent  and 
Fathers'  Voices  for  the  information,  si?)port  and  inspira- 
tion." 

Men,  do  continue  to  send  us  your  reflections  on  the 
many  meanings  of  fatherhood.  Help  us  continue  to  rejoice 
in  the  freedom  to  love,  care  for  and  nurture  our  families. 
As  John  Huffacker  declares  in  the  Father  Times  newslet- 
ter. The  reward  for  this  courageous  'coming  out'  wUl  be 
immeasurable  for  men,  women,  children  and  a  society  that 
desperately  needs  this  kind  of  repair  within  the  family." 

Fathers'  Voices  is  a  regtiUtr  feature  of  Exceptional 
Parent  magazine.  This  column,  coordinated  by  James 
May,  Project  Director  of  the  National  Father's  Network, 
focuses  on  fathers'  experiences  rearing  children  tvith 
special  needs.  Your  contributions  to  this  column  are 
encouraged. 

For  more  information  about  the  National  Fathers' 
Netvxyrk  (NFN)  or  to  receive  their  newsletter,  ivrite  or 
call-  National  Fathers' Network,  The  Kindering  Center, 
16120  NE.  Eighth  Street,  Belleme  WA  98008,  (206) 
747~¥m  or  (206)  7't7-1069  (fax).  Funded  by  a  Mater- 
nal and  Child  HealUi  Bureau  grant,  the  NFNpivvides 
networking  opportunities  for  fathers  regarding  their 
common  concerns;  develops  father  support  a)id  mentor- 
ing programs;  and  creates  cumculum  as  a  means  of 
promoting  fathers  as  signifiaint,  nurturing  people  in 
their  children's  and  families'  lives. 
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y'oung  bodies  float  in  a  broad 
expanse  of  bath-tub  warm  water, 
supported  by  flotation  devices,  guided 
by  therapists.  There  is 
quiet,  affectionate  encour- 
agement as  contorted  limbs 
loosen  and  flex,  laughter  at 
splashes  and  water-antics, 
shared  pleasure  at  accom- 
plishments: reaching  out, 
standing,  walking  and 
swimming. 


jRerkshire 

Meadows... 


is  a  private,  non-profit  year- 
round  residential  school  for 
children  and  adolescents  who  are 
severely  developmentally  delayed 
and  may  be  multiply  disabled. 


H, 


is  is  hydrotherapy  at  Berkshire  Meadows 


These  young  people  experience  a  variety  of  benefits 
from  our  therapeutic  pool.  The  water  is  kept  at  around 
94  degrees,  and  the  air  temperature  in  the  room  just  about 
the  same.  The  pool  has  a  moveable  floor,  allowing  greater 
flexibility  in  programming  and  easy  entry  and  exit.  Tlie 
reduction  of  gravity's  effect  enables  the  children,  when  in 
the  pool,  to  move  in  ways  in  wliich  otherwise  they  cannot: 
if  they  are  unable  to  walk  on  land  owing  to  poor  strength 
or  joint  pain,  they  might  be  able  to  walk  independently 
when  in  ttie  water,  or  they  might  acquire  real  movement, 
instead  of  spasticity.  Here,  in  the  pool's  supportive  warmth,  weak  muscles 
are  strengthened,  blood  circulation  improved,  paralyzed  muscles  re- 
educated. Balance,  co-ordination  and  posture  are  enhanced,  and  socializa- 
tion, independence,  and  self-esteem  fostered. 

For  the  boy  in  our  second  picture,  tlie  intense  relaxation  of  the  Hubbard 
Tank  helps  to  maintain  his  range  of  movement.  Kept  at  a  water- 
temperature  of  98  to  102  degrees,  the  butterfly-shaped  tank  has  a  seat  that 
can  be  adjusted  to  a  myriad  different  angles  to  accommodate  whatever 
physical  disabilities  he  has.  The  water  is  pumped  through  jets  that  can 
focus  on  any  one  area  of  the  body,  or  provide  constant  high-spcci  circula- 
tion. Not  only  does  tliis  therapy  maintain  and  improve  his  flexibility;  it 
gives  him  relief  from  muscle  spasms  and  pain,  and  provides  sensory 
stimulation  that  increases  awareness  of  his  body  parts.  After  lialf-an-hour's 
hydrotherapy  he  returns  to  his  classroom  calmer,  more  co-ordinated  and 
more  focused.  His  limbs  arc  more  relaxed  and  have  better  range  of  motion 
than  at  any  other  time. 


ot  water  swirls  and  chums,  limbs 
relax,  movement  eases.  A  child 
smiles.  Soothed  and 
buoyed  by  the  bubbling 
warmth,  he  responds  as 
his  arms  and  legs  are 
gently  stretched,  pushing 
against  the  flow  of  the 
water,  relaxing  back  with 
it,  each  movement 
broader,  smoother  than 
the  last. 


H, 


ydrotherapy  is 
just  one  part  of  a  multi- 
faceted  program  at 

  Berkshire  Meadows. 

Our  program  includes 
thorough  medical,  psycluatric  and 
nursing  care,  spe'^ch  therapy  and 
augmentative  communication, 
behavior  management,  physical 
therapy  and  functional  communica- 
tion. An  innovative  approach  to 
education  includes  sensory  stimula- 
tion, self  care,  and  the  development 
of  pre-cognitive,  cognitive,  pre- 
vocational  and  independent  living 
skills.  We  have  an  open-door 
visiting  policy,  with  each  client's 
family  encouraged  to  participate  in 
all  aspects  of  their  child's  progam. 


Gail  Charpentier,  Exec.  Dir. 
Berkshire  Meadows, 
f;  i     249  North  Plain  Road 
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Housatonic,  MA  01236 
(413)  528-2523 
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LIVING  AND  LEARNING 
IN  THE  COMMUNITY 

With  its  unique  mixlel,  Tlie  Evergreen  Center  has  a  history'  of  successfully 
transitioning  students  to  less  intensive  community-  settings. 

Evergreen  students  live  in  actual  community  settings  traveling  to  and  from 
schixil  each  day  through  the  Blackstone  Valley  (MA)  countri'side.  With 
trained  professionals,  they  leam  basic  skills  in  the  dassrixim,  in  the 
community  and  in  their  residence. 

Students  receive  vixrational  training  and  experience  real  work  opportuni- 
ties. Students  are  supported  with  behavior  development  programs,  medical 
and  family  serv  ices,  and  physical,  speech,  or  iKCupational  therapy. 

Our  Students'  Challenges 

♦  Autism  ♦  Hearing/Sight  Impaimient 

♦  Mental  Retardation  ♦  Se\'ere  Maladaptive  Behavior 

♦  Physical  DiSiibility 

The  Evergreen  Center  is  a  licensed,  private,  non-profit  residential  sck^'l 
offering  students  and  their  families  from  across  the  country-  and  abroad 
residential  programming  12  months  a  year.  For  more  intonnation  call  or 
ttTite  Robert  F.  Littleton,  Jr.,  Executive  Direcror. 
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EVERGREEN  CENTER 

345  Fortune  Blvd.,  Milford,  Masisachusetts  01757 
1-508-478-5597 


Home  Away  From  Home 

Quality  care  in  a  state-of-the-art  medically  oriented,  yst  home-like, 
facility  for  chronically  ill  infants,  children,  and  young  adults.  A  one 
of  a  kind  program  staffed  by  doctors,  nurses,  therapists,  and 
teachers.  If  you  are  thinking  about  having  your  loved  one  cared  for 
outside  your  home,  consider  Hacienda  de  los  Angeles  with  26 
years  of  experience  helping  families  and  their  chronically  ill  family 
members.  Hacienda  is  located  in  a  semi-rural  setting  bordered  by 
beautiful  South  Mountain  Park,  yet  is  less  than  five  minutes  from 
the  Owens  Medical  Center. 

Hacienda's  comprehensive  program  offers: 

•  Specialized  care  for  individuals  with  tracheostomies  and  those 
who  are  ventilator  dependent. 

•  A  new  facility  staffed  by  professional  yet  caring  employees. 

•  Open  door  24-hour  visitation. 

•  Physician  services  and  round-the-clock  nursing  care. 

•  Twenty-four  hour  respiratory  therapy. 

•  In-house  physical,  occupational,  and  speech  therapy. 

•  Nutritional  services  by  a  certified  nutritionist. 

•  On-grounds  and  public  school  based  educational  services. 

•  Private  and  semi-private  rooms. 

•  Individualized  programming  designed  to  allow  your  family 
member  to  reach  his/her  full  potential. 

•  In-house  specialized  equipment  construction  and  equipment 
adaptation. 

•  Transportation  in  specially  equipped  vehicles. 

Hacienda 

de  los  Angeles,  Inc. 

In  Special  Lives,  We  Make  A  DIflefence 

1402  East  South  Mountain,  Phoenix,  AZ  85040 
(602)  243-4231 
William  J.  TImmons,  Executive  Director 
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Private.  501(c)(3) 
Nonprofit  Community 


•THEIR  COMMUNITY...WrrH  OUR 
HELP"  Residential,  ckiy,  and  c\ening 
programs  and  sen  ices  for  adults  with 
de\'elopmcnt;il  disabilities. 

♦  Paid  V(K-ational  Training 

♦  Visual  and  Performing  Arts 

♦  Daily  Li\'ing/Life  Skills 

♦  Therapeutic  Recreation 

♦  Case  Management 

♦  Health  Sen'ices 

♦  Off-Campus  Activities 

♦  125-Acre  \Vo<xied  En\  ironment 

Annandale  at  Suwanee,  Inc. 

3500  Annandale  Lane 
Suwanee.  GA  30174 
(404)  945-8381 


Arbor  Way 
.  Schtx)l. 


THEARBORWAY  SCHOOL 

A  24  hour  learning  experience  which 
pro\'ides  indi\  idualizci.'  sen  ices  for 
multihandicapped  students. 

♦  1:2  staff  to  student  ratio 

♦  clinical  consultants  on  staff 

♦  recreational  and  leisure  acti\  tties 

♦  \  ocational  training  &  on-site  work 

♦  12  month  program 

♦  ages  6  through  22 

Contact:  Carolyn  MacRae. 

Executi\e  Director 

Arborway  School 

147  South  Hunti'^.gton  A\  enue 

Boston,  MA  021:.0 

6P-232-1710 


33rd  Year 


A  VERY  SPECIAL  CAMP  FOR 
SPECUL  NEEDS  CAMPERS 

A  co-ed  residential  camp  for  the: 

♦  Learning  Disabled,  ADD. 

♦  Neurologically  Impaired. 

♦  Mild-Moderate  MR. 

Loc-ated  in  beautiful  H'gh  Falls  in  the 
Cat.skill  Mts.  of  N\'  state, 
2,  4,  8  wk.  sessions.  Highly  (lualifiod 
staff  33rd  >'ear.  Free  bnx'hure. 

Contact:  Bairia  K.  Falik.  Ph.D. 
Camp  Huntington 

%  Hniceville  Road 
High  Falls,  m'  12440 
(914)  (T87-7840 


"MAXIMIZING  INDIVIDUAL 
POTENTIAL" 

Community-based,  }X)siti\'e  learning 
en\ironment  for  difficult-to-place  chil- 
dren, atlolescents  and  young  adults 
with  MR.  autism,  communication  dis- 
orders, challenging  tx-haviors,  and 
developmental  disabilities. 

♦  12-mo.  day  residential  progia'ms. 

♦  10  miles  west  of  Boston. 

Contact;  Adnii.sskMis  Director 
The  Learning  Center 

41 1  Wavedey  Oaks  Road 
W'altham.  MA  021  S  i 
(617)893-()(XK) 
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Superior  Quality  ~ 

Community  Living 
Opportunities 

For  more  than  65  years,  Martha  Lloyd  Community  Services  has  provided  superior  quality 
day,  residential  and  vocational  programs  for  adults  with  mental  retardation.  Located  in  the 
scenic  rural  village  of  Troy,  Pennsylvania,  Martha  Lioyd  has  a  unique  relationship  with  its 
neighbors.  Residents  are  valued  members  of  the  community  and  make  full  use  of  its 
resources.  Few  other  programs  can  offer  such  an  open  and  productive  relationship. 

There  are  five  programs  for  women  (from  semi-independent  to  supportive)  including  one 
specifically  designed  for  mature  women.  A  new  community-based  program  for  men  has 
been  added.  The  program  offers  training  in  home  care  and  maintenance,  budgeting, 
household  management,  and  participation  in  an  established  vocational  program. 

All  Programs  Offer  These  Advantages 

Our  interdisciplinary  team  approach 
assures  continuity  and  consistency  in 
individual  planning. 

Unique  leisure  and  recreational  expe- 
riences in  a  rural  community  setting. 

Excellent  health  care  provided  by 
on-staff  health  professionals  and  a 
community  medical  center. 

Annual  fees  among  the  lowest  in 
the  nation. 


For  Inforination  Call 

(717)  297-2185 

or  write:  Martha  Lloyd  Community  Services 
190  West  Main  St.,  Troy,  PA  16947 


•  Life  skills  and  vocational  training. 

•  Employment  opportunities  at  Martha 
Lloyd  and  in  the  Troy  community. 

•  Easy  access  to  nearby  community 
resources  including  retail  shops, 
restaurants,  churches,  and  recreation. 

•  A  caring  professional  staff  experi- 
enced in  working  with  developmental 
disabilities. 


MARTHA 
LLOYD 
COMMUNITY 
SERVICES 
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Free  Product  &  Service  Information 


PRADERWim 
SERVICES 


Keystone  of  Pennsylvania  and  New  Jes-sey  are  celebrat "  ^g 
30  years  of  residential  success  in  programs  highlighting 
community  integration  and  will  be  expanding  services  to 
persons  with  Prader  Willi  Syndrome. 

•  Cost  Effective -24  hour  a  day 
program 

•  Qose  Medical  and  Dietary 
Supervision 

•  Prescriptive  Leisure, 
Recreational  and  Behavioral 
Programming 

•  Individual  and  Group 
Counseling  Available 

•  Well  Trained,  Caring  Staff 

•  Very  Homelike  Residences  in 
Poconos  of  Pennsylvania 

•  Vocational  Training  and  Day  Services  for  Adults 

•  Educational  Services  are  Available  for  Children 


or  write: 


Phone  1-800-232-1753 

Keystone  City  Residence,  Inc. 
406  N.  Washington  Ave. 
Scranton,  PA  18503 


A  SPECIAL  SERVICE  FOR  EXCEPTIONAL  PARENT  READERS!  This  Reply  Card  enables  you 
to  receive  FREE  information  about  products  and  services  seen  in  Exceptional  Parent. 

Howf  to  use  this  service: 

1 .  Locate  the  number  at  the  bottom  of  each  ad  or  refer  to  the  Directory  of  Advertisers. 

2.  Circle  the  numbers  on  the  Reply  Card  that  correspond  to  the  companies  or  products  about 
which  you  would  like  to  receive  free  literature. 

3.  Fill  in  your  name  and  address  on  the  card  and  mail  the  postage-paid  wd.  r-j  will  receive 
free  literature  from  each  company  for  which  you  circled  a  number. 

4.  If  both  Reply  Cards  have  been  removed  from  this  issue,  just  call  or  write  to  the  companies 
directly.  Be  sure  to  tell  them  you  saw  their  ad  in  Exceptbnal  Parent! 
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Free  Product  &  Service  Information 


A.  Are  you  a  subscriber  to  Exceptional  Parent? 

Yes  No  (If  no.  please  see  the  subscnption  card  in  this  issue.) 

Name  

Occupation/Title   


Company/ Association 

Address  

City  


Phone(  ). 


.  State . 
Fax(_ 


.Zip. 


B.  Annual  Household  income  (include  ail  family  members) 


iQ  Less  than  $30,000 
2^  $30,001  -  $40,000 
3^  $40,001  -  $50,000 

C.  Do  you  live  in  a(n): 
7G  Home  Own 

loG  Apartment  n^Own 


4IJ  $50,001  -  $75,000 
sQ  $75,001  -$100,000 
6^  $100,000+ 

9LI  Rent 
12^  Rent 


D.  In  ail,  how  many  automobiles  do  you  and  others  in  your 
household  own  or  lease? 

13G  One.  uQTwo  isQ  Three  or  more 

E.  Do  you  plan  to  purchase  a  product  or  service  advertised  in 
Exceptional  Parent  within  (check  one): 

one  month  laQl  nine  months 

i7L1  three  months  19QI  one  year 
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A.  Are  you  a  subscriber  to  Exceptional  Parent? 

□  Yes  □  No  (If  no.  please  see  the  subscnption  card  in  this  issue.) 

Name  

Occupation/Title   


Company/Association 

Address  

City  


Phone(  ). 


.State. 
Fax(_ 


.Zip- 


B.  Annual  Household  Income  (include  ail  family  members) 


iQ  Less  than  $30,000 
2Q  $30,001  -  $40,000 
3L1  $40,001  -  $50,000 

C.  Do  you  live  in  a(n): 
7OI  Home  8Q  Own 

10LI  Apartment     1  lui  Own 


4Q  $50,001  -$75,000 
5Q  $75,001  -$100,000 
6Q  $100,000+ 

9^  Rent 
12Q  Rent 


D.  In  all,  how  many  automobiles  do  you  and  others  in  your 
household  own  or  lease? 

uJOne  uGTwo  isQ  Three  or  more 
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Issue  Date:  November  30. 1 994 
Expiration  Date:  February  28,  1995 


Circle* 


1 

2 

3 

4 

5 

6 

7 

8 

9 

10 

11 

12 

13 

14 

15 

16 

17 

18 

19 

20 

21 

22 

23 

24 

25 

26 

27 

2'' 

29 

30 

31 

32 

33 

34 

35 

36 

37 

3S 

39 

40 

41 

42 

43 

44 

45 

46 

47 

48 

49 

50 

51 

52 

53 

54 

55 

56 

57 

58 

59 

60 

61 

62 

63 

64 

65 

66 

67 

68 

69 

70 

71 

72 

73 

74 

75 

76 

77 

78 

79 

80 

81 

82 

83 

84 

85 

86 

87 

88 

89 

90 

91 

92 

93 

94 

95 

96 

97 

98 

99 

100 

101 

102 

103 

104 

105 

106 

107 

108 

109 

110 

111 

112 

113 

',14 

115 

116 

117 

118 

119 

120 

121 

^^z 

.ilo 

1^4 

'25 

126 

127 

128 

129 

130 

131 

132 

133 

134 

135 

136 

137 

138 

139 

140 

141 

142 

143 

144 

145 

146 

147 

148 

149 

150 

151 

152 

153 

154 

155 

156 

157 

158 

159 

160 

161 

162 

163 

164 

165 

166 

167 

168 

169 

170 

171 

172 

173 

174 

175 

176 

177 

178 

179 

180 

181 

182 

183 

184 

185 

186 

187 

188 

189 

190 

191 

192 

193 

194 

195 

196 

197 

198 

199 

200 

201 

202 

203 

204 

205 

206 

207 

208 

209 

210 

211 

212 

213 

214 

215 

216 

217 

218 

219 

220 

221 

222 

223 

224 

225 

226 

227 

228 

229 

230 

231 

232 

233 

234 

235 

236 

237 

238 

239 

240 

241 

242 

243 

244 

24.S 

246 

247 

248 

249 

250 

251 

252 

253 

254 

255 

256 

257 

258 

259 

260 

261 

262 

263 

264 

265 

266 

267 

268 

269 

270 

271 

272 

273 

274 

275 

276 

277 

278 

279 

280 

281 

282 

283 

284 

285 

286 

287 

288 

289 

290 

291 

292 

293 

294 

295 

296 

297 

298 

299 

300 

No  Postage 
Necessary 
IF  Mailed 

IN  THE 

United  States 


BUSINESS  REPLY  MAIL 

FIRST  CLASS  MAIL       PERMIT  NO.  650      PIHSFIELD  MA 


POSTAGE  w'lLL  BE  PAID  BY  ADDRESSEE 

Exceptional  Parent 

PO  BOX  5446 

PITTSFIELD  MA  01203-9321 


III  IImI.III  II. I.I.. ..!!.. .!.!.. .III. I.. I 


No  Postage 
'  i  Necessary 
IF  Mailed 

IN  TKE 

United  States 


BUSINESS  REPLY  MAIL 

FIRST  CLASS  MAIL       PERMIT  NO,  650      PIHSFIELD  MA 


POSTAGE  WILL  BE  PAID  BY  ADDRESSEE 

Exceptional  Parent 

PO  BOX  5446 

PITTSFIELD  MA  01 203-9321 


•J  U  (  I 


ERIC 


III. .,,..11. .1.111  ii.l.i....ll...l.i...iii.i.>i 


Market  Place 


Bibs 


Ross'  Bibs— ISaco,  Inc. 

PO  Box  5642,  Asheville,  NC  28813 
Call  (704)  274-0075 
Bibs  are  made  of  machine  wash- 
able, heavy  duiy  vinyl.  Large  child 
size  is  $13.95;  small  adult  size  is 
$15.95;  plus  $2.00  chipping.  Call  for 
more  information. 


Child  Care 


WoiUng  SoiiiUons 

51  E.  42nd  Street,  Ste.  1511 
New  York,  NY  10017 
(212)  922-9562 

Agency  that  specializes  in  placing 
professional  nannies  to  work  with 
children  who  have  special  needs. 
NY,  NJ  &  CT 


Clothing 


Richman  Cotton  Company 

100%  Cotton  Clothing  &  Blankets 
Easy  to  dress.  Easy  to  see. 
FREE  Catalog.  800-992-8924. 


Cribs  &  Youth  Beds 


HARD  Manufacturing 

230  Grider  Street 

Buffalo,  NY  14215 

(800)  USE-HARD 

The  #1  mfg.  sets  the  standard  for 

safety  in  hospitals.  21 6  colorful 

models  available.  HARD  will  adapt 

products  to  meet  your  special 

requirement. 


Equipment  Dealers 


National 

American  Discount  Medical 

Save  20%  to  30%  on  Covaid, 
Carrie  Rover,  Maclaren  &  Pogon 
Strollers.  Call  WO-877-9100 
for  FREE  BROCHURE. 


Massachuseffs 


Atlantic  Rehab.,  Inc. 

81  RumfordAve. 

Waltham,  MA  02254-9055 

(617)894-0069 

Atlantic  Rehab,  specializes  in 

Pediatric  Mobility  and  Seating. 

Sales  and  Service.  Rease  call  for 

more  information. 


Maryland 
Choice  Seating  &  Rehab 

501  North  Centre  Street 
Cumberland,  MD  21502 
(800)  327-8713  /  (301 )  722-6300 
Serving  Western  MD,  SW  PA,  and 
adjacent  WVA.  Custom  W/C,  home 
&  van  lifts,  electric  scooiers,  PT  & 
OT  on  staff.  Sales  and  service. 


New  Jersey 

Health  Science,  Inc. 

418  Wall  Street,  Princeton,  NJ  08540 
(609)  924-761 6  &  (800)  841-8923 
Authorized  Dealer  for: 
Ablenet  •  Abovo  •  Ability  Research 

•  Cannon  •  Franklin  •  Innocomp 

•  IntelliTools  •  Mayer-Johnson 

•  MultiVoice  bylAT*  Tash  •  Tiger 

•  Toys  for  Special  Children 
Take  advantage  of  our  leaner, 
leasing  and  discount  program. 


Free  Catalogs 


Consumer  Care  Products,  Inc. 

P.O.  Box  684 

Sheboygan,  Wl  53082-0684 
(414)459-8353  

Lamancha 

2625  Brennan  Ct. 
Piano,  TX  75075 
(214)867-7757 

FACILITATE  INCLUSION/lndepen- 
dence.  Self-esteem/Language/ 
Motor  Skills.  Make  leaming  fun,  life 
easier  &  safer.  Call/Write  for  FREE 
catalog 


Incontinence 


Access  Medical  Supply 

2006  Crown  Raza  Drive 
Columbus,  OH  43235 
(800)  242-2460 

Attends  Youth  Briefs  fits  children 
35-75  lbs.  $51 .95/cs  (96),  Free 
Delivery.  Also — Depend,  Serenity, 
other  items.  Manufacturer's 
coupons  accepted.  Free  Catalog! 

Incon  Products  Company 

509  West  9th  Street 
S.  Sioux  City.  NE  68776 


Fax  (402)  494-1744 
We  carry  a  full-line  of  reusable  dia- 
pers and  pull  over  plastic  pants. 
Available  in  all  sizes.  Write  for  more 
information  and  FREE  brochure. 

Summers  Laboratories,  Inc. 

Collegeville,  PA  19426 
(800)  533-SKIN  (754v-, 
Triple  Paste™  for  diaper  rash  and 
chronic  Irritation.  Used  at  leading 
children's  hospitals.  Available  with- 
out prescription.  Call  now  for  free 
treatment  information. 


Category 


Nassau  Applied  Tedinology 
Resource  Center 

Affiliated  with  the  United  Cerebral 
Palsy  Assoc.  of  Nassau  County,  NY 

"On  the  leading  edge  of 
rehab,  technology  since  1975." 

Specializing  in: 

•  Adaptive  Seating 

•  Computer  Access 

•  Augmentative  Communication 

•  Equipment  Loan  Program 

•  Product  Development  A  Demo. 
Center 

•  Information,  referral  and  many 
other  rehabilitation  &  technoi'^y 
services. 

FREE  Service  brochure 

&  equipment  catalog  available 

on  rei|uest. 

Write  to:  NATRC,  380  Washington 
Avenue,  Roosevelt,  N.Y.  1 1575  or 
call  51 6-378-2000  ext.  263 


Monitoring  Systems 


Care  !^>Mftmiics 

5741  Arapahoe  Rd.,  Suite  2A 
Boulder.  CO  80303 
(303)  444-CARE  (2273) 
WanderCARE  Systems  notify  care- 
givers when  their  wanderer  leaves 
home.  Locate  them  up  to  ONE  MILE 
away.  FREE  catalog! 


Software 


Judy  Lynn  Software 

278  Dunliams  Comer  Rd. 

East  Brunswick,  NJ  08816 

(908)  390-8845 

IBM  PC  single  switch  software. 

Cognitive  age  level  from  9  months. 

Programs  range  from  $20-$35. 

Switch  adapter  $23.  FREE  catalog. 

iiCLA  Microcomputer  Project 

1000  Veteran  Avenue/Rm  23-10 
Los  Angeles,  CA  90024 
(310)825-4821 

Catalog  of  dev.  appropriate  software 
for  children  w/disab.  18  mths-5  yrs. 
Apple,  Mac,  IBM,  cause/effect,  game 
format,  basic  preschool  concepts 


BOOKS,  AUDIO/VIDEO  . 
&  EDUCATIONAL  MATERIAL 

^^^^Audiotape^^^^™ 


"Little  Bits  of  Rainbow" 
1 2  original  songs  in  the  Judy  Collins 
tradition,  for  parents  of  chil(Jren  with 
special  needs.  By  Marianne  Kallen. 


Cassette  only,  $1 1.95,  P.O.  Box 
1393,  Highland  Park,  IL  60035 


Books  for  Parents 
and  Professionals 


Turtle  Books 

Provide  a  bridge  of  understanding  for 
your  children  with  disabilities,  their  sib- 
lings &  friends.  Send  for  a  FREE  Turtle 
Book  brochure  to  Jason  &  Nordic 
Publishers,  PO  Box  441, 
Hollidaysburg,  PA  16648.  Call  (814) 
696-2920  or  FAX  (81 4)  696-4250. 


Catalogs 


Free— Itie  NEW  Special  Needs 
Pro{ect  Book  Catalog 

TTie  best  books  from  all  publishers 
about  disabilities.  Comprehensive 
resources  for  parents,  children  &  pro- 
fessionals. Special  Needs  Project, 
3463  State  Street,  Santa  BariDara,  CA 
93105,(800)333-6867.  

Free  Book  Catakig:  The  1994 
Special-Needs  Cwiectton 

features  a  collection  of  valuable 
books  for  parents  on  Down  syn- 
drome, CP,  Autism,  Tourette  syn- 
d.'ome.  Mental  Retaidation,  Special 
Education  and  more.  Woodbine 
House  Contact:  5615  Fishers  Lane, 
Rockville,  MD  20852, 
(800)  843-7323. 


Publications 


DIRECTIONS: 
Technology  In 
Special  Education. 

Comprehensive  monthly  newsletter 
assisting  parents  in  the  use  of  com- 
puters and  technologies  for  their 
disabled  child.  Features  adaptive 
software  &  hardware  reviews,  tech- 
nology tips,  the  use  of  multimedia  in 
Special  Ed,  and  Information  on  how 
to  obtain  our  free  DREAMMware" 
every  month. 

Published  by  DREAMMS  for  Kids, 
Inc.,  a  non  profit,  charitable  organi- 
zation. $9.95  annually. 

For  a  free  introductory  issue 
contact  us  at: 
2763  Tasha  Drive 
Clearwater,  FL  34621 
813-781-7711 
or  e-mail  at 

74631 .3675@compuserve.  com 


Videotapes  . 


InteraxVMeo 

Sign  Language  Course 

Illustrates  1 200+  signs  based  on 
ASL.  Six  videos  with  6.5  hrs. 
Graphics  provide  reference  of  equiv- 
alent English  word.  Free  Brochure. 
$1 99  (+$4.50  s&h).  Interax  Training, 
Inc.,  PO  Box  473106,  Garland,  TX 
75047-3106,  (800)  242-5583. 

To  place  an  ad,  contact 
Barbara  Nastro  at 
(201)680-4874 


Put  Your  Honey  in  a  Gunny 

The 

Gunny  Sacic 

Lap,  Leg  and  Feet  Cover 

•  Fleece  lined  for  warmth 

•  100%  waterproof 

To  Order  Call 

800-795-2392 

W'  DIESTCO  Manufacturing 

'^P.O.  Box  6504  •  Chico,  CA  95927 


Qtr^^  NOVLMBE1U994  / EXCEPTIONAL  PSREHT   ♦  65 


A  Special  Care  Facility 
Exclusively  for  Children 

Al  Voorhc-os  I'edialric  Facility  wc  provide  comprehensive  and 
projiressivc  siihat  ule  heallh  care  for  medically  complex  children  ages 
6  weeks  to  21  years. 

Here's  why  V(K)rhees  Pediatric  Facility  is  the  right  choice: 

•  An  alternative  to  acute  care  hospilali/ation  —  with  dramatic 
cost  savings 

•  State  of  the  an  ventilator  unit  (including  pressure  vents) 

•  Strong  medical  and  rehabilitative  interdisciplinary 
team  approacli 

•  In-house  attending  pediatrician  and  medical  resident  program 

•  Board  certified  pediatric  pulmonologists 

•  AfRliated  with  St.  Christopher  s  Hospital  for  Children  and 
Cooper  Hospital's  Child  IX'velopment  Center 

•  Respite  care  available 

•  Caring  for  children  from  the  Mid-Atlantic  states  since  1982 

V©Qrh(2GS  Pediatric 


Curl  I'lidcrland.  .\diiiinistnit()r 
l.-iOi  Luircl  Oak  Ri.ail  •  \<x.rlH-cs.  New  Jtrsoy  08O-l.-i-l.W2 
((xm  .Wi-XUK)  •  l-AX  (609)  W-fMi 
DnK'liure  or  video  available  upon  r«iue.st. 

"Accreditation  with  Commendation'' 

joint  Commission  on  Accreditation  iif  Ilo.spital  Organi/jtHms 
.MciiilxT:  National  Avstviation  of  Children^  Ho.spitaK  and  Related  InMiuitions 
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For  Chiidren  With  Cerebral  Palsy 

Serving  children  with  multiple  disabilities  resulting  from 
cerebral  palsy  or  traumatic  brain  injury  who  need  compre- 
hensive, individually  structured  programs  that  include: 


•  Physical  Therapy 

•  Occupational  Therapy 

'Speech  and 
Language  Therapy 

•  Communication  Aids 


'  Special  Education 

>  Music  Therapy 

'  Special  Medical 
Attention 

'  Adapted  Recreational 
Activities 


HMS,  open  to  students  two  to  21  years,  offers  all  of  these 
services  and  more.  The  experienced  staff  and  well-respected 
consultants  provide  strong  interdisciplinary  programs  forday 
and  residential  students  at  the  licansed  private  school. 

For  more  information  writs  or  call: 
DIarw  L  Gallagher,  Director 

HMS  School  for  Children  with  Cerebral  Palsy 

4400  Battinrare  Avenue,  (Philadelphia,  PA  19104 
(215)222-2566 
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VAN  CONVERSION 
DEALERS 


Connecticut 


Drive-Master,  Inc. 

9  Splelman  Road,  Fairfield,  NJ  07004 
(201)808-9709 

Full  service  mobility  center:  raised 
tops/doors;  drop  floors;  custom  dri- 
ving equipment;  distributors  for 
Mobile  Tech.,  Crow  River  lifts, 
Ricon,  IMS,  EZ  Lock,  and  EMC 
touch  pad  systems.  41  yrs.  of  ser- 
vice to  the  disabled  community. 
Please  call  for  more  information. 
NMEDA  member. 

Indiana 

Forward  Motions 

?14  Valley  Street 
[jayton,  OH  45404 
(513)222-5001 

Full-size/Mini-Van  modifications, 
new/used  lifts,  drop  floor,  raised 
roof,  lockdowns,  driving  equip. 
NMEDA  member.  Owned  by  person 
with  disability. 


Kentucl<y 


Forward  Motions 

214  Valley  street 
Dayton,  OH  45404 
(513)222-5001 

Full-Size/Mini-Van  modifications, 
new/used  lifts,  drop  floor,  raised 
roof,  lockdowns,  driving  equip. 
NMEDA  member.  Owned  by  person 
with  disability. 


New  Jersey 


Areola  MoMlity 

51  Karo  Road 
Caristadt,  NJ  07072 
(201)  507-8500/(800)  ARC0U\-1 
New-Used-Trade-Lease-Buy.  Full 
sized,  mini,  rear  and  side  entry.  We 
carry  products  from  the  following 
manufacturers:  Braun,  Knee'r<ar, 
Vantage,  Ricon,  and  Pick-A-Lift.  If 
we  don't  have  it,  we'll  find  it! 
Financing  is  available.  NMEDA 
Member.  Please  call  for  more  info. 


Drive-Master,  Inc. 

9  Spielman  Road,  Fairfield,  NJ  07004 
(201)  808-9709 

Full  service  mobility  center,  raised 


tops/doors;  drop  floors;  custom  dri- 
ving equipment;  distributors  for 
Mobile  Tech.,  Crow  River  lifts. 
Ricon,  IMS,  EZ  Lock,  and  EMC 
touch  pad  systems.  41  yrs.  of  ser- 
vice to  the  disabled  community. 
Please  call  for  more  information. 
NMEDA  member. 

New  Yorl( 

Areola  Mobility 

51  Karo  Road 
Caristadt,  NJ  07072 
(201)  507-8500/(800)  ARCOL^-1 
New-Used-Trade-Lease-Buy.  Full 
sized,  mini,  rear  and  side  entry. 
We  carry  products  from  the  follow- 
ing manufacturers:  Braun.  KneeKar, 
Vantage,  Ricon,  and  Pick-A-Lift.  If 
we  don't  have  it,  we'll  find  it! 
Financing  is  available.  NMEDA 
Member.  Please  call  for  more  info. 


Difve-Mastsr,  Inc. 

9  Spielman  Road,  Fairfield,  NJ  07004 
(201)  808-9709 

Full  service  mobility  center,  raised 
tops/doors;  drop  floors;  custom  dri- 
ving equipment;  distributors  for 
Mobile  Tech.,  Crow  River  lifts,  Ricon, 
IMS,  EZ  Lock,  and  EMC  touch  pad 
systems.  41  yrs.  of  service  to  the 
disabled  community.  Please  call  for 
more  information.  NMEDA  memt)er. 

Ohio 

Forward  Motions 

21 4  Valley  Street 
Dayton,  OH  45404 
(513)222-5001 

Full-size/Mini-Van  modifications, 
nsw/used  lifts,  drop  floor,  raised 
roof,  lockdowns,  driving  equip. 
NMEDA  member.  Owned  by  person 
with  disability. 

Pennsylvania 

Drive-Master,  Inc. 

9  Spielman  Road,  Fairfield,  NJ  07004 
(201)808-9709 

Full  service  mobility  center,  raised 
tops/doors;  drop  floors;  custom  dri- 
ving equipment;  distributors  for 
Mobile  Tech.,  Crow  River  lifts, 
Ricon,  IMS,  EZ  Lock,  ar.i  EMC 
touch  pad  systems.  41  yrs.  of  ser- 
vice to  the  disabled  community. 
Please  call  for  more  information. 
NMEDA  member. 


CHILDREN'S  Care 
Hospital  &  School 


CHILDREN'S  CARE  HOSPITAL  & 
SCHOOL  (formerly  Crippled 
Children  s  Hospital  &  School)  is  a 
private,  nonprofit  facility  serv  ing 
over  1000  children  with  disabilities 
and  their  families  each  year.  CCHS 
offers  individualized,  family-centered 
programs  through  day  school, 
outpatient,  outreach,  or  residential 
services. 

Contact:  Nathan  Anderson 
Children's  Care  Hospital  &  School 

2501  West  26th  Street 
Sioux  Falls,  SD  710S-249R 
(60S)  336-1840  or  (800)  S84-9294 


C  H  A  R  L  E  S  C  T  H  O  M  A  S  •  PUB  LI  S  H  E  R 


□  Hargis,  Charles  H. -CURRICULUM  BASED  ASSESS- 
MENT: A  Primer.  <2nd  Ed.)  '95,  226  pp.  (7  x  10), 
paper. 

□  Phillips,  Nancy  H. -CHOOSING  SCHOOLS  AND 
CHILD  CARE  OPTIONS:  Answering  Parents'  Ques- 
tions. '94,  112  pp.  (7  X  10),  5  il.  $31.95. 

□  Lukken,  Miriam  W.-READ  THIS  BOOK  BEFORE 
YOUR  CHILD  STARTS  SCHOOL.  '94,  240  pp.  (7  x 
10),  5il.,  1  table.  $31.95. 

□  Jones,  Carroll  ).-CASE  STUDIES  OF  SEVERELY/ 
MULTI HANDICAPPED  STUDENTS.  '93,  174  pp. 
(7  X  10),  $36.75. 

□  Adamo-Tummineili,  Pat- A  GUIDE  TO  PEDIATRIC 
TRACHEOTOMY  CARE.  (2nd  Ed.)  '93,  90  pp.  (8/2 
X  11),  46  il.,  $25.75,  spiral  (paper). 

□  Plumridge,  Diane  M.,  Robin  Bennett,  Nuhad  Dinno 
&  Cynthia  Branson -THE  STUDENT  WITH  A  GE- 
NETIC DISORDER:  Educational  Implications  for 
Special  Education  Teachers  and  for  Physical  Thera- 
pists, Occupational  Therapists,  and  Speech  Path- 
ologists. '93,  382  pp.  (7  X  10),  32  il.,  8  tables, 
$73.75. 

□  Vaughan,  C.  Edwin-THE  STRUGGLE  OF  BLIND 
PEOPLE  FOR  SELF-DETERMINATION:  The  Depen- 
dency-Rehabilitation Conflict;  Empowennent  in  the 
Blindness  Community.  '93,  256  pp.  (7  x  10),  3  il., 
$41.00. 

□  )ones,  Carroll  ).-CASE  STUDIES  OF  MILDLY 
HANDICAPPED  STUDENTS:  Learning  Disabled, 
Mildly  Mentally  Retarded,  and  Behavkw  Disordered. 

'92,  236  pp.  (7  X  10),  $47.75. 

□  Anderson,  Frances  E.-ART  FOR  ALL  THE  CHIL- 
DREN: Approaches  to  Art  Therapy  for  Children 
with  Disabilities,  2nd  Ed.  '92,  398  pp.  {bVi  x  SV*). 
113  il.,  19  tables,  $59.75. 

□  )ones,  Carroll  ).- SOCIAL  AND  EMOTIONAL 
DEVELOPMENT  OF  EXCEPTIONAL  STUDENTS: 
Handicapped  and  Gifted.  '92,  218  pp.  (7  x  10), 
$37.75. 

□  Harley,  Randall  K.,  Mila  B.  Truan  &  LaRhea  0. 
Sanford-COMMUNICATION  SKILLS  FOR  VISU- 
ALLY  IMPAIRED  LEARNERS.  '88,  356  pp.  (6^4  x 
93/4),  41  il.,  $53.00. 

□  Fine,  Aubrey  H.  &  Nya  M.  Fine-THERAPEUTIC 
RECREATION  FOR  EXCEPTIONAL  CHILDREN:  Let 
Me  In,  I  Want  to  Play.  '88,  362  pp.  (7  x  10),  9  il., 
22  tables,  $59.75. 

□  Rose,  Harriet  Wallace-SOMETHINC'S  WRONG 
WITH  MY  CHILD!  A  Straightforward  Presentation 
to  Help  Professional*  and  Parents  to  Better  Under- 
stand Themselves  in  Dealing  With  the  Emotionally- 
Charged  Subject  of  Disabled  Children.  '87,  210  pp. 
(7  X  10),  $35.75. 


□  Holley,  Shelby- A  PRACTICAL  PARENT'S  HAND- 
BOOK  ON  TEACHING  CHILDREN  WITH  LEARN- 
ING DISABILITIES.  '94,  308  pp.,  13  it.,  1  table,59.75. 

□  Love,  Harold  D.  &  Freddie  W.  Litton -TEACHING 
READING  TO  DISABLED  AND  HANDICAPPED 
LEARNERS.  '94,  260  pp.  (7  x  10),  8  il.,  23  tables, 
$49.75. 

□  Anderson,  Frances  E.- ART-CENTERED  EDUCA- 
TION AND  THERAPY  FOR  CHILDREN  WITH  DIS- 
ABILITIES. '94,  284  pp.  (6V4  x  9y*),  100  il.,  14 
tables,  $42.75. 

□  Williams,  Leslie  A.  &  Lucile  S.  Arntzen-A  PRACTI- 
CAL APPROACH  TO  RSP:  A  Handbook  for  the 
Resource  Specialist  Program,  2nd  Ed.  '94,  120  pp. 
(7  X  10),  2  il.,  4  tables.  $29.75. 

□  Giordano,  Gerard -DIAGNOSTIC  AND  REMEDIAL 
MATHEMATICS  IN  SPECIAL  EDUCATION.  '93,  320 
pp.  (7  X  10),  85  il.,  26  tables,  $58.75. 

□  Koziol,  Leonard  F.,  Chris  E.  Stout  &  Douglas  H. 
Ruben -HANDBOOK  OF  CHILDHOOD  IMPULSE 
DISORDERS  AND  ADHD:  Theory  and  Practice. 

'93,  252  pp.  (7  X  10),  2  il.,  18  tables,  $53.75. 

□  lones,  Carroll  J. -CASE  STUDIES  OF  EXCEPTIONAL 
STUDENTS:  Handicapped  and  Gifted.  '93,  272  pp. 
(7  X  10),  $51.75. 

□  Lombana,  judy  H. -GUIDANCE  FOR  STUDENTS 
WITH  DISABILITIES,  2nd  Ed.  '92, 198  pp.  (7  x  10), 
1  table,  $45.75. 

□  Trief,  Eltert-WORKING  WITH  VISUALIY  IMPAIRED 
YOUNG  STUDENTS:  A  Curriculum  Guide  for 
Blrth-3  Year  Olds.  '92,  230  pp.  (7  x  10),  3  il., 
$41.75. 

□  lones,  Carroll  J. -ENHANCING  SELF-CONCEPTS 
AND  ACHIEVEMENT  OF  MILDLY  HANDICAPPED 
STUDENTS:  Learning  Disabled,  Mildly  Mentally 
Retarded,  and  Behavior  Disordered.  '92,  294  pp. 
(7  X  10),  7  tables,  $50.50. 

□  Fadely,  Jack  L.  &  Virginia  N.  Hosler-ATTENTIONAL 
DEFICIT  DISORDER  IN  CHILDREN  AND  ADOLES- 
CENTS. '92,  292  pp.  (7  X  10),  $49.75. 

□  Cipani,  Ennio-A  GUIDE  TO  DEVELOPING 
LANGUAGE  COMPETENCE  IN  PRESCHOOL  CHIL- 
DREN WITH  SEVERE  AND  MODERATE  HANDI- 
CAPS. '91,  268  pp  (7  X  10),  6  il.,  22  tables, 
$52.75. 

□  Blanco,  Ralph  F.  &  David  F.  Bogacki- PRESCRIP- 
TIONS FOR  CHILDREN  WITH  LEARNING  AND 
ADJUSTMENT  PROBLEMS:  A  Consultanff  Desk 
Reference.  (3nl  Ed.)  '88,  264  pp.  (7  x  10),  $33.00 

□  Tuttle,  Dean  W.-SELF-ESnEM  AND  AD)USTING 
WITH  BLINDNESS:  The  Process  of  Responding  to 
iMt  D«nandt.  '84,  336  rp ,  13  it.,  $44.00. 
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Write,  call  (for  \/isa  or  MasterCard)  J-80a258-8980  or  1-217-789-8980  or  FAX  (217)  789-9O0 
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FREE  SAMPLES 


Save  up  to  60%  on  Disposable  Diapers 
And  We  Will  Deliver  Right  to  Your  Door 


To  order,  call  toll-free 

1-800-777-1111 

24  Hour  Service 
Ask  about  our  complete  catalog  including  Depend, 
Attends,  At  Ease,  Comfort  Dry,  Ultra  Shield,  Dri  Pride, 
Promise  and  No-Rinse  Products 

Woodbury  Products,  Inc. 

4410  AusUn  Boulevard  -  Dept.  250 
Island  Park,  New  York  11558 
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THE  RIGHT  DECISION 

New  England  Villages  is  a  private,  non-profit  resi- 
dential conamunity  nationally  recognized  for  its 
conamitment  to  personal  care  and  a  supportive 
family-like  environment.  We  provide  a  full-range 
of  opportunities  for  your  family  member  in  a  non- 
pressured  lifestyle. 

The  Village  offers  residents  single  or  double 
rooms  in  very  attractive  modern  homes  or  apartments 
set  on  a  beautiful  75-acre  wooded  site  some  25  miles 
south  of  Boston.  Our  vocational  center  provides  for 
the  satisfaction  and  dignity  of  productive  employment 
in  a  supervised  worl(  set 
ting.  A  wide  range  of 
recreational  opportunities 
and  professional  support  services 
are  available. 

A  private  endowment  and 
minimal  di?Deridency  on  govern- 
ment reimbursement  assures 
stability  now  and  for  the  future. 

Call  or  write  Bryan  Efron,  Ph.D.. 
Executive  Director  for  information 
and  a  descriptive  brochure.  A  visit 
to  New  England  Villages  may  help 
you  mal(e  the  right  decision. 

new  england  villages  mc 

A  Model,  Supportive  Community 
For  MenUtTy  Retarded  AdulU 

664EP  School  Street.  Pembroke,  MA  02359    (61 7)  293-5461 


by  Richard  Epstein 

Coverage  for  Augmentative 
Communication  Devices 

Qln  order  for  my  daughter  to  participate  in  school,  she 
needs  an  augmentative  commimication  device.  1  can't 
afford  to  purchase  one  myself,  and  my  insurance  com- 
pany says  they  will  not  cover  the  cost  because  it  is  not  a 
"medical  necessity."  How  can  1  get  coverage  for  this 
device?  Do  I  need  a  letter  from  a  doctor  saying  it's  med- 
ically necessaiy? 

A There  are  some  wonderful  communication  devices 
available  for  children  these  days.  They  can  enable  a 
child  with  a  severe  communication  disability  to  communi- 
cate effectively,  thus  creating  a  foundation  for  education, 
social  activities  and  future  employment.  The  problem,  as 
you  already  know,  is  that  some  of  the  devices  may  be 
expensive,  and  insurance  companies  don't  always  cover 
the  costs. 

The  first  issue  in  dealing  with  an  insurance  company  on 
a  problem  such  as  this  is  to  determine  whether  there  is  a 
specific  policy  provision  that  excludes  reimbursement  for 
communication  equipment  or  "durable  medical  equip- 
ment." If  there  is  no  such  policy  provision,  there's  a  great 
deal  you  can  do  to  ensure  that  the  device  is  paid  for  by 
your  insurance  company. 

It's  important  to  remember  that  insurance  policy  rules 
are  usually  very  specific  and  extremely  precise.  If  a  prod- 
uct is  described  inaccurately,  or  a  claim  does  not  include 
all  of  the  necessary  paperwork — or  "documentation" — 
the  insurance  company  may  not  pay  for  it,  even  if  the  item 
is  covered  by  the  policy.  And,  in  some  cases,  an  insurance 
company  may  phrase  the  reason  for  tlie  rejection  of  the 
claim  in  technical  or  bureaucratic  terms  that  are  difficult 
for  a  consumer  to  understand. 

Communicaring  with  consumers 

Most  insurance  companies,  I  think,  try  very  hard  to  com- 
municate effectively  with  consumers.  However,  compa- 
nies are  very  careful  about  how  they  phrase  tilings  tliese 
days  because  of  potential  legal  implications.  In  addition, 
insiu-ance  companies  generally  process  claims  by  com-  • 
puter,  and  there  are  only  a  certain  number  of  coded  sen- 
tences that  can  reasonably  be  placed  on  a  computer. 

Thus,  the  reason  for  the  claim  rejection  printed  on  the 
EOBS  ("Explanation  of  Benefits  Statement")  is  likely  to 
be  in  very  general  technical  language.  If  an  insurance 
company  wants  a  letter  from  a  medical  doctor  before  it 
will  pay  a  claim,  for  example,  the  EOBS  may  contain  a 
statement  such  as  "Documentation  Incomplete"  or  "Not 
Medically  Necessary." 

A  phrase  such  as  "Not  Medically  Necessary"  may  sim- 
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ply  mean  that  the  insurance  company  cannot  further 
process  the  claim  until  the  documentation  is  complete.  In 
the  meantime,  the  claim  will  be  coded  as  "Not  Medically 
Necessary"  in  the  computer,  since  the  company  can't  ver- 
ily that  the  equipment  is  medically  necessary  without 
complete  documentation. 

Your  next  step  should  be  to  find  out  the  specific  reason 
for  the  rejection  of  your  claim.  Insurance  company  repre- 
sentatives are  usually  quite  willing  to  help  consumers 
understand  the  claims  process.  If  the  insurance  company 
representative  who  answers  the  phone  isn't  able  to  help, 
ask  to  speak  with  a  supervisor.  Most  supervisors  have 
been  with  a  company  for  a  long  time,  and  are  usually 
quite  knowledgeable  about  the  details  of  the  claims 
process. 

Prentke  Romich  Company,  a  manufacturer  of  commu- 
nication devices,  pubUshes  Hoiv  To  Obtain  Funding  For 
Augmentative  Coynynunication  Devices,  an  excellent 
booklet  on  filing  insurance  claims.  The  booklet,  which 
costs  $5,  includes  definitions  of  basic  terms  and  sample 
letters  from  doctors  and  therapists.  For  a  copy  of  this 
booklet,  contact  Prentke  Romich  Company,  1022  Heyl 
Road,  Wooster,  OH  44691, 800-262-1984. 

Alternate  sources  of  funding 

If  your  insurance  policy  does  specifically  exclude  commu- 
nication devices  or  "durable  medical  equipment,"  there's 
really  not  much  you  can  do  to  persuade  the  company  to 
pay  for  the  device.  However,  alternate  sources  of  funding 
may  be  available. 

Since  communication  is  essential  for  education,  for 
;  example,  the  local  public  school  district  may  be  wMng  to 
'  piu-chase  a  communication  device  for  a  child  with  a  dis- 
■  ability  as  long  as  the  need  for  the  device  is  noted  in  the 
!  child's  lEP  ("Individualized  Educational  Plan").  State 
1  agencies  or  charitable  organizations  may  also  be  willing 
i  to  purchase  such  a  device. 

i      I  think  the  most  important  thing  is  not  to  give  up  until 
\  you've  thoroughly  explored  all  of  the  possibilities.  A 
cluld's  right  to  communicate  effectively,  in  spite  of  a  dis- 
ability, should  not  to  be  denied  for  financial  reasons. 

In  this  column,  Richard  Epstein  answers  readers' 

questions  about  health  insuruiice.  Send 
'     your  questions  to  him  at  Exciptional 

Parent,  209  Harvard  St.,  Suite  303, 
;     Brookline,  MA  02146,  or  fax  questions 
i     to  (617)  730-8742. 

If  your  question  relates  to  a  specific 

health  insurance  claim,  jilease  inelude 

copies  ofayiy  matciials  you've  received 

fyvm  tiie  insurance  company.  (Pimse,  don't  send  orig- 

iyials! )  Include  you  r  address  and  phone  member.  7b 
]     insure  pyivacy,  oyily  your  initials  and  state  wiU  be 

used  in  the  column.  Due  to  time  constraints,  it  is  not 

possible  to  yvsjmid  to  letters  individually. 


EXCEPTIONAL  PARENTS 
TALK  ABOUT  M.O.V.E. 

"Sitting  and  lying  have  turned  to  standing  and 
walking — and  now  even  speaking.  All  skills  I 
was  told  Lauren  would  never  have.  Because  of 
the  M.O.V.E.  program,  Lauren  can  communicate 
with  others  in  ways  I  thought 
were  not  possible." 
Barbara  Ruben,  parent 
Canoga  Park,  California 

"It's  changed  our  lives.  For  the 
first  time  in  four  years,  I  have 
had  to  baby-proof  my  house. 
I  am  thrilled!" 

Kim  LeonettL  parent  ^ 
Los  Angeles,  California 


The  M.O.V.E.  curriculum  teaches  the  basic 
motor  skills  of  sitting,  standing,  and  walking. 
For  more  information,  contact: 


a. 


0    Rifton  For  People  With  Disabilities 
PO  Box  901  •  Rifton,  NY  12471 


800-374-3866/ext  102 
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Special  Care 
for 

Special  People 

Progressive  education,  home  environment  for  the 
mentally  handicapped  child  and  adult.  Opportunity 
for  educational  progress  at  any  age — multiple 
recreational  and  social  activities.  A  year-round 
program  with  an  active  and  full  lifestyle  among 
friends  on  a  750-acre  bluegrass  estate.  Est.  1893. 

Phone  502-875-4664  or 
write  for  brochure 

THE  STEWART  HOME  SCHOOL 

Box  20,  Frankfort,  KY  40601 

John  P.  Stewart,  M.D.,  Resident  Physician 
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Technology  Resources 

•  The  Electronic  Industries  Association 
(EIA),  a  70-year-Dld  trade  organijtation 

representing  all 
facets  of  electronic 
manufacturing, 
offers  Extend  Ttieir 
Reach,  a  24-page 
pamphlet  about 
assistive  technology. 
Written  as  a  genera] 
introduction  to  assis- 
tive technology,  the 
pamphlet  includes 
information  on  com- 
puters; environmen- 
tal controls; 
telephone  and  communication  services 
and  funding  sources  to  help  people  pay 
for  assistive  devices. 

Single  copies  of  the  pamphlet  are 
free;  each  additional  copy  is  90  cents. 
Extend  Their  Reach,  EIA,  2001  Penn- 
sylvania Ave.,  NW,  Washington,  DC 
20006-1813,  (202)  457-9752. 

•  Unlocking  Tbmorrow  is  a  56-minute 


documentary  video  on  assistive  tech- 
nology. The  video  shows  individuals 
with  disabilities  using  a  full  range  of 
assistive  technology — from  very  simple 
to  sophisticated  adaptations— in  recre- 
ation, education  and  employment 

The  video,  produced  by  Georgia  Pub- 
lic Television  (GPTV)  with  support 
from  the  Texas  Planning  Council  for 
Developmental  Disabilities,  has  closed 
captions  and  DVS  (audio  description 
for  people  with  visual  impairments). 

Texas  residents  can  obtain  the  video 
at  no  cost  by  calling  (800)  262-0334 
(toll-free  in  TX  only).  For  all  others,  the 
video  costs  $30;  contact  GPTV  Tape 
Sales,  1540  Stewart  Ave.,  SW,  Atlanta, 
GA  30310,  (404)  75&4700. 
•  Teens  with  hearing  impairments  and 
their  hearing  friends  socialize  on  the 
PC  Pals  Teen  Network,  a  computer  bul- 
letin board  on  American  Online  (AOL), 
a  commercial  online  service.  PC  Pals,  a 
joint  venture  of  the  Alexander  Graham 
Bell  Association  for  the  Deaf  and  Oti- 
con,  offers  a  special  interest  place  for 


At  Devereux . . . 

a  helping  hand  is  just  a  phone  call  away 

1-800-345-1292 


In  a  nationwide  network,  Devereux 
provides  services  to  individuals  of  all 
ages  who  have  a  wide  range  of 
emotional  disorders  and/or 
developmental  disabilities. 

Devereux  services  include: 
residential  treatment  centers 
community-based  group  homes 
day  treatment  programs 
transitional  living 
acute  and  partial  hospitalization 
foster  care  homes 
family  counseling  and  therapy 
in-home  services 
aftercare  programs 


P 


Devereux 
Since  1912 
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teens  from  across  the  country  to  dis- 
cuss topics  ranging  from  summer  jobs 
to  movies  and  books.  There's  also  a 
chat  group  where  up  to  40  teens  can 
"talk"  to  each  other  at  the  same  time. 
Currently,  the  chat  group  meets  on 
Sundays  at  7  p.m.,  EST. 

To  use  PC  Pals,  you  will  need  a  com- 
puter, modem,  telephone  line  and  sub- 
scription to  AOL.  To  order  an  AOL 
starter  kit  and  free  software,  call  (800) 
827-6364,  ext.  6751.  There  is  a  monthly 
charge  of  $9.95  for  five  hours  of  con- 
nect time  per  month;  additional  usage 
is  $3.95  per  hour.  AOL  can  also  be 
accessed  through  some  schools  and 
libraries. 

To  find  the  PC  Pals  board,  sign  on  to 
AOL  and  enter  the  keyword  "deaT  to 
go  to  the  deafness  and  hard  of  hearing 
area  Then,  scroll  down  to  and  select 
"PC  Pals  Network." 

For  more  informsition,  contact  the 
Alexander  Graham  Bell  Association, 
3417  Volta  PL,  NW,  Washington,  DC 
20007,  (202)  337-5220  (VoicemY). 


Con  versa  t  ion.  SoJ" t  wa re"  for 
Real  Oomniiinication 


TallcAbout 


Talk:Abour 

AAC  solution  for  your  Macintosh* 

New  Era  for  Non-Speaking  Persons 

•  conversation  foundation 

•  fast  &  efficient 
•share  opinions  and  stories 

DON  JOHNSTON  800.999.4660  USA  CANADA 
IIIIHllllllllgBl    708.526.2682  USA  GLOBAL 
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Movin'  On 

Movin'0)i  is  a  24-ininute,  close-cap- 
tioned  video  about  successful  people 
with  disabilities.  Among  the  six  individ- 
uals profiled  are  a  hospital  administra- 
tor with  cerebral  palsy,  a  chenust  who 
has  a  hearing  impairment,  an  Indiana 
State  University  undergraduate  who  is 
blind  and 
hopes  to 
become  a 
lawyer  and  a 
pediatrician 
with  spina 
bifida 

The  video 
is  free,  but 
requires  a  $5 
shipping  and 
handling  fee. 
Contact  the 
Riley  Child 
Develop- 
ment Center,  do  James  Whitcomb 
RUey  Hospital  for  Children,  702  Barn- 
hill  Dr.,  Indianapolis,  IN  46202-5225, 
(317)  274-8167. 


IVfcJVINl 

On 


Toys  on  the  MOVE 


Th«  Names  They  Know  &  Love! 

*  fully  adapted  for  switch  operation 
(some  with  two  jacks  for  two 
different  actions). 

*  TALK'  N  ViEW  MAGIC  MIRRORS 
with  'Lion  King",  "Beauty  and  the 
Beast"  or  "Snow  White"  thenfies  and 
your  kids  favorite  palsTALKING  BIG 
BIRD    and  BARNEY® ,  HOLIDAY 
TOYS  &  MORE  ...  all  easily  set  into 
nx)tion  with  lights,  sounds  and  action 

To  Order  or  ask  for  our  brochure  phone 
or  fax  (513)  860-5475  Mon  -  Fri. 
8:30AM  -  5;30PM  (EST)  or  write: 

SWITCH  KIDS,  INC. 

8507  Rupp  Farm  Drive 
West  Chester,  OH  45069-4526 


CIrcto  •  282 


Just  in  time  for  the  holiday  season,  Exceftiosm, 
PARsyrhas  compiled  a  list  of  companies  which  offer 
toys  for  children  with  disabilities  and  special  needs. 
A  free  catalog  is  available from  each 


Flaghouse 

ISONMacQuestenPkwy, 
Mt  Vernon,  NY  10550 
(800)  793-7900. 
Adaptive  toys 

Circle*  29 

See  ad  on  page  29 

Jesana,  Ltd. 

PC  Box  17 
Irvington,  NY  10533, 
(800)  4434728. 
Adapted  toys,  suitches 
activity  centers 

Circle*  221 

Kapable  Kids 

PC  Box  250 

Bohemia,  NY  11716 

(800)  356-1564. 

Tbys,  equipment,  learning 

materials 

Circle*  222 


Lakeshore  Learning 
Materials 

2965  E  Dominquez 
Carson,  CA  90749 
(800)  421-5354. 
Educational  products, 
adaptive  equipment, 
outdoor  play  equipment 

Circle*  223 

Pediatric  Products 

I'D  Box  571555 
Taraana,CA  91357 
(800)  947-0947. 
Medical  toys  and  books 

Circle*  263 

Sportime  Abilitations 

OneSportimeWay, 
Atlanta,  GA  30340 
(800)  850-8602. 
Recreation  and  exercise 
products 

Circle*  224 


S&S  Woridvride 

PC  Box  517 
Colchester,  CT  06415 
(800)  243-9232. 
Indoor  aiui  outdoor  toys 
and  games 

Circle*  225 

TFH 

4537  Gib'=onia  Rd. 
Gibsonia,  PA  15044 
(412)  444-6400. 
Tbys,  books 

Circle*  226 

Toys  for 
Special  Children 

385WarburtonAve 
Hastings-on-Hudson. 
NY  10706 
(800)  832-8697. 
Tbys,  switches 

Clrde  *  194 

See  ad  on  page  72 


Voice  Output  Keyboard 

Innovations  for  Beginners 
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Franklin  Electronic  Publishers' 

Language  Master  6000 
SPECIAL  EDITION:  $490.00 

•  Designed  far  Special  Needs  Users 

•  Keyguard  $30.00   Pouch  S25.00 

•  Picture  Communication  Book:  $85.00 


lEER 


Communication  System 

155  East  Broad  St.  ;  325 
Rochester.  NY  1<16(M 
(300)  724-7301  tor  video  loan 


TheBGSS 


INDEPENDENCE 
MOBILITY 


tkm      wi*  |i  ■■■I  ni  f  H«d—  Cmf..  ttmtA  FA 

SWITCH  OPTIONS 

PROPORTIONAL  CONTROL 
REMOTE  CONTROL 

Five  Models  Available 


1-800-950-5185 


INNOVATIVE  PRODUCTS,  INC. 
Grand  Forks,  ND58201 
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Toys  for  Special  Children 


T 


he  people  of  Toys  for  Special  Children  have 
sought  to  create  a  new  world  of  play  for  the 

handicapped  through 


"Dr.  Kanor's  devices 
have  benefits 
beyond  words" 

-The  New  York  Times- 
Get.  20th,  1991 

A  unique  resource  for 
technology  which  can  be 
used  to  increase,  maintain, 
or  improve  functional 
capabilities  of  individuals 
with  disabilities. 


To  get  your  catalog  call  or  write  to: 
Toys  for  Special  Children 
385  Warburton  Avenue 
Hasting-on-Hudson,  NY  10706 
800-832-8697 
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the  development  of 
specially  adapted  toys, 
capability  switches, 
activity  centers, 
augmentative 
communication  aids, 
and  countless  other 
special  devices  for  the 
handicapped. 

Special  Service 

We  offer  many  standard  technical  solutions  for 
handicapped  people.  We  realize  that  for  some, 
special  adaptions  are  needed.  Please  call  us  so 
that  we  can  discuss  fabricating  custom  equipment 
for  your  special  requirements. 


-   A  A' 
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New  Products 


SPIFFY 

This  molded  plastic  floor  sit- 
ter features  tilt-in-space 
ac^ustments  from  0  to  25 
degrees  and  a  strong  plastic 
tray  to  provide  a  play  sur- 
face. It  is  compatible  with 
personalized  seating  sys- 
tems up  to  12  inches  wide, 
and  allows  children  to  play 
and  interact  with  their  peers  at  floor  level.  This  light- 
weight unit  also  provides  an  alternate  base  to  a  stroller, 
wheelchair  or  highchair. 

Thames  Valley  Children's  Centre,  London,  ONT, 
Canada  N6C5Y6 

Circle*  155 

ADULT  AND  BABY  TOiUET  SEAT 

Now  there's  a  new  option  for 
children  with  limited  muscle  con- 1 
trol  and  balance.  This  lid  attach- 
ment with  a  smaller  opening  can 
be  used  instead  of  toilet  seat 
reducers  and  potty  chairs.  It  also 
lifts  and  removes  quickly  for 
cleaning  and  so  other  family 
members  can  use  the  standard  seat. 
Carica,  Inc.,  Surrey,  British  Columbia,  Canada  V4P  1M7 
Circle*  156 


THE  WRITING  BIRD 

An  adaptive  writer  to 
benefit  individuals  who 
need  to  learn  to  write 
with  the  non-dominant 
hand,  or  who  have 
arthritis,  neurological 
disorders,  limited  hand 
coordination  or  limited 
dexterity.  The  unit 
holds  a  retractable  pen 
in  place  and  allows  the  user  to  employ  an  arm-to-shoul- 
der motion  to  write.  With  either  the  right  or  left  hand, 
the  user  directs  the  unit  across  the  page  with  a  motion 
similar  to  that  used  for  controlling  a  computer  mouse. 
North  Coast  Medical,  Inc.,  San  Jose,  CA  95125-1042 
Circle*  157 


ACnONVOICE 

Up  to  18  natural  voice  mes- 
sages with  up  to  two  min- 
utes total  recording  time 
can  be  recorded  on  this 
portable  (about  13  ounces!) 
supplemental  communica- 
tor. Adapted  devices  and 
toys  can  be  connected  to 
the  unit  with  two  built-in 
switch  closure  outputs.  Kids  can  use  the  built-in  keypad, 
single-switch  scanning  or  optical  pointing  access  when 
combined  with  accessories. 

Ability  Research,  Inc.,  Minnetok^  MN  55345-0721 
Circle*  158 

CUCKIT! 

No  mouse  required! 
Designed  to  work  with  all 
Macintosh  programs,  this 
utility  program  enhances 
the  ability  of  IntelliKeys, 
switches  or  regular  key- 
boards to  provide  "mouse- 
less"  access  to  menus,  dia- 
log boxes  and  scroll  bars. 
Also  allows  custom  over- 
l^s  or  switches  to  click  on 
or  scan  "hot  spots,"  pre-programmed,  but  changeable 
areas  on  the  screen.  For  use  on  Macintosh  SE  or  higher 
comput'"'  o. 

IntelliTbols,  Inc.,  Richmond,  CA  94804 
Circle*  159 

VMCEBACHS 

A  self-contained  system  designed  • 
for  powerful  communication  and 
all  the  wear  and  tear  a  kid  can 
give  it.  Its  computer  brain  is 
enclosed  in  a  metal  case  in  the 
carrying  pack.  The  water-resistant 
Lynn  Tablet  keyboard  (12"  x  10"  x  £i 
1")  features  a  full  keypad  and  l&Aine  LCD  screen  displ^ 
protected  by  polycarbonate,  better  known  as  "bullet- 
proof glass."  The  system  also  includes  speech  output 
through  a  built-in  spetiker  and  QuickTVper  sortware  to 
cut  keystrokes  in  half 

Magic  Laboratories,  Inc.,  Redwood  City,  CA  94061 
Circle  *  160 


ITieABLEDATA  database  ofassistwe  technology  and  rcifiabililatmt  eipiiptnent  contahis  infniination  on  more  than 
J 9,000  listings  ofpwducl^for  posons  of  all  ages  who  luive  a  physical,  scrisoi-y  or  cognitive  disability.  Hk  pmducts 
above  were  chosen  for  inclusion  oil  this  page  by  the  ABLEDATA  staff  Imsed  on  their  specific  applicability  to  or  design  for 
children  with  disabilities.  For  more  infm^naticn  on  assistive  devices,  or  to  .submit  product  informaticnifor  inchudon 
in  tiie  database  (and  possible  inclusion  an  this  page),  please  contact  ABLEDATA,  8^55  Colcsmlie  Rd.,  Stc.  935,  Silver 
Spri7ig,  MD  20910-3319,  (800)  227-0216,  V/TDD,  (301)  588-9284,V/im  or  (301 )  587-1967,  FAX. 
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I  Library 

You  can  order 
any  of  the 
books  listed  here 
with  the  coupon 
below  or  by  calling 
(800)  5354910 


AUTISM 


DOWN 

■  SYNQSDME' 
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PE0500S 


Down  Syndrome 

ABesourceEtmdbook 

Edited  by  Carol  Tingev 
This  book,  written  for  both 
families  and  clinicians,  is  per- 
sonal in  approach  and  direct 
in  style.  It  discusses  with  com- 
passion and  Imowledge  the 
genetic,  medical,  social,  and 
family  aspects  of  Down  syn- 
drome. 

$22.00 


III  il  siUitr 


1  lU'lii  lilt  iltllUl 


Our  OF  Silence 

AJoumey  into  language 

RussEix  Maktin 
A  heartfelt  account  of  an 
autistic  child  struggling  to 
gain  the  gift  of  speech,  expos- 
ing the  depth  of  the  mind  and 
heart. 

HH083AM  $22.50 


Son  Rise 

The  Miracle  ConHnties 

Barry  N.  Kaufman 

An  awe-inspiring  reminder 

that  love  made  tangible  can 

move  mountains. 

0i089MW  $20.00 


DOWN  SYNDROME 


BABIES 

wilhlXNMv,' 
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Advances  in  Down 
Syndrome 

Edited  by  V.  Dmitriev 
&  P.  Oelwein 

Twenty  experts  contribute 
their  recent  research,  experi- 
ence, and  thoughts  on  future 
directions  for  children  with 
Down  syndrome. 
PE04S0S  $31.00 


Babies  With 
Down  Syndrome 

A  Parents' Guide 

Ed.  by  Karen  Stray-Oundersen 
The  complete  guide  for  new 
parents  of  babies  with  Down 
Syndrome.  Written  by  profes- 
sionals and  parents,  this  book 
covers  everything  new  parents 
need  to  know. 

WBOIOMR  $14.05 


Compotcf 


People  wHh 


DIS/milTY,  GENERAL 


AcnvnTESFOR 
Developing  Pre-skill 
Concepts  in  Children 
WITH  AimsM 

ToNi  Flowers 

Each  activity  is  designed  '.n 
tell  educators  what  they  are 
doing,  why  they  are  doing  it 
and  what  materials  they  will 
HKPT-'  need  to  teach  the  activity. 
The  activities  are  adaptable  for  children  of  all  levels. 
PECj(50D  $29.00 


The  Best  Toys,  Books, 
&  Videos  for  Kids 

Joanne  Oppfnheim 
&  Stephanie  Oppenheim 
A  guide  to  over  1000  kid- 
tested,  classic  and  new  prod- 
ucts with  features  on  products 
for  kids  with  special  needs. 
HC0820D  $12.00 


Computer  Resources 
FOR  People  with 

DlSABIUTESM  Cuide 
to  Ej^loring  Today's 
Assistive  Technology 
The  Alliance  for 
Technolooy  Access 
Provides  user-friendl> 
support.  Information,  ai:d 
up-to-date  answers. 
HP08700  $14.95 


Developmental 

DlSABHJTIES 
Psychosocial  Aspects 

George  S.  Baroff 
In  this  unusually  perceptive 
book,  the  author  conveys  the 
psychological  and  social 
impact  of  developmental  dis- 
ability on  the  individual  from 
infancy  through  adulthood 
PE0460D  $27.00 


DiSABIUTY  AND 

THE  Family 

A  Guide  to  Decisions 
forAdulthood 

H.TiraNBIII,l.,tTAI,. 

This  practical,  easy-to  use 
guide  helps  answer  families' 
questions  concerning  the 
future  needs  of  their  family 
members  with  disabilities. 
PB05400  36(f^'^ 
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Does  Your  Child 
Havf  Epilepsy? 

2nd  Edition 

James  E.  Jan,  Robert  G. 
Ziegler  and  Giuseppe  Erba 
This  book  provides  informa- 
tion on  the  most  common 
seizures,  causes,  principles  of 
treatment,  investigation  and 
outcome,  with  a  wide  range  of 
helpful  suggestions  from 
infancy  to  early  adulthood. 
PE0360D  $22.00 


DormacEasy 
English  Dictionary 
Dorothee  Baker 
AND  CJonstance  Beitino 
Containing  5,000  entries, 
invaluable  to  elementary 
and  intermediate  students 
with  a  reading  level  of 
approximately  1.0-4.0. 
PE033M     paper  $19.00 
PE033        doth  $29.00 


The  Early  Intervention 
Dictionary 

A  MuMr^Usdpttnary  Guide 
to  Terminology 

Jeanine  Coleman,  M.Ed. 
Deflnes  and  clarifies  terms 
used  by  the  many  different 
medical,  therapeutic,  and 
educational  professionals  who 
provide  early  intervention 
services. 

WB030a  $16.95 

TazExcEPTioim 
Pasent  1994  Resource 
Guide:  Directories  of 
National  Organizations, 
AasodaHons,  Products 
&  Services 

A  valuable  reference  tool  for 
parents  and  professionals. 
Q>055DR  $20.45 


Help!  This  Kid's  Driving  Me  Crazy! 

The  Young  Child  with  Attention  D^t  Disorder 

h.  Adkins  &  J.  Cady 


MIVMC  ME  (MZYI 


PE040AD  (book) 
PE040  (tape) 


Information  about 
typical  behavior  char- 
acteristics; sugges- 
tions on  how  to  foster 
the  development  of 
appropriate  behavior. 

$5.00 
$89.00 


I  AM.  I  CAN,  I  Will. 


^^^^ 


I  Am,  I  Can,  I  Will 

Mister  Rogers 
A  series  of  audio  and  printed 
materials  designed  for  young 
ehlldren  with  disabilities. 
These  programs  may  be  used 
to  help  develop  a  child's  emo- 
tional, language,  pen:eptual, 
listtming  and  creative  abilities. 
15  tapes  &  5  books 
PE0560D  $119.00 
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LANGUAGE 
of  TOYS 


Making 
Changes 


It  Isnt  Fair! 
SibUngs  ofCkUdren  icUh 
DisabUUies 

Edited  BY  S.D.Klein 

&  M.J.  SCHLEIFER 

Features  chapters  by  parents, 
siblings  and  professionals. 
EPOOIEP  $14.95 


The  Language  of  Toys 

Teaching  Conununication 
Skills  to  Special-Needs 
Chttdren 

S.  SCHWAm&J.  MlLLEB 

Teaches  parents  how  to 
improve  their  child's  conunu- 
nication skills  at  home  with 
fim,  easy-to-fcdow  exercises. 
WB0200D  $14.95 


LriTLE  Children, 
Big  Needs:  Parents 

Discuss  Raising  Children 
with  Exceptional  Needs 
Don  Weinhouse,  Ph.D.  and 
Marilyn  Weinhouse,  MA. 
What  are  the  concerns  of 
parents  who  raise  disabled 
children?  Contains  candid 
interviews  with  50  families 
of  children  with  a  wide  range 
of  disabilities. 

RUP0880D  $12.95 

Making  Changes 

Famiiy  Voices  on  Living 
with  DisabUUies 
Jan  a.  Spieqle 
Shares  self-reports  and 
visions  on  how  families  and 
professionals  make  changes. 
BL0610D  $19.95 
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Physicians' Guide 
TO  Bare  Diseases 

EDrrEDBYj.G.THOENE 

Over  1,000  pgs.  Contains 
information  on  approvlmately 
700  disorders. 

DP0210D  $75.50 
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Planning  FOR 
the  Future 

Providing  a  Meaningfiil  liSe 
foraChildwithaDisat)Ui^ 
(ffter  Your  Death 

Mark  RussEa 

AI>0240D  $24.95 


.^=W)rkshopsfot"-'o 
J.  Siblings  of  Children '5^ 
;"  with  Spccijl  Needs  T 
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SiBSHOPS 

Worlcshopsfor  Siblings  of 
CMdren  with  Special  Needs 
Donald  J.  Meyer 
How  to  provide  peer  support 
and  educational  opportunities 
for  sisters  and  brothers  of 
children  with  special  needs. 

ptaoseoD  $32.00 


Wings  To  Fly 

Bringing  Theatre  Arts  to 
Students  with  Special  Needs 

Sally  Dorothy  Bailey 
Acomprehenswe  nuts  &  bolts 
handbook  for  special  educa- 
tion and  drama  teachers  at 
the  elementary  &  high  school 
levels. 

WB07S00  $17.95 


INJURY 


Injured 
Mind, 
Shattered 
Dreain.s 


Injured  Minds, 
Shattered  Dreams: 

Brian's  Surviealfiom  a 
Severe  Head  lufury 
Janet  Miller  Rife 
Recovery  and  victory  a  fam 'iy 
can  achieve  through  caring. 
BL0670D  $17.95 


When  Young  Children 
ARE  Injured:  Families 

as  Caregivers  in  Hospitals 
and  at  Home 

J.  Haltiwanger  &  M.  Lash 
A  book  about  the  family's  role 
in  caregivbig  when  a  young 
child  is  iiuured. 
EP085ML  $7.50 


When  Your  Chhj)  Goes 
TO  School  After  AN 
Injury 

Marilyn  Lash 

Issues  parents  need  to  con- 
flront  about  their  child's 
future  schooling,  health  care 
and  social  needs. 
EP006ML  $7.50 


When  Your  Child  is 
Seriously  Injured 

The  Emotional  Impact 
on  Families 

Marilyn  Lash 

Topics  include  preparing  for 
hospital  visits,  reaction  to 
loss,  helping  siblings,  and 
coping. 

BTOOSML  $4.50 


Management  of 
Children  and  Adoles- 
cents WITH  ADHD 
nUrd  Edition 

Ronald  J.  Friedman 

&OUYT.DOYAI, 

The  most  current  medical  and 
psychological  research  find- 
ings with  20  years'  clinical 
experien  ■.  Wri**in  in  a  clear, 
nontechji  .c'al  manner. 
re039M>  $24.00 

A  PARENTS  Guide  to 
Middle  Ear  Infechons 

Dorinne  S.  Davis,  ha,  ccc-a 
Answering  questions  about 
ear  infections  in  understand- 
able terms.  Anatomy,  physiol- 
ogy and  coping  at  home  and 
socially. 

Hy0900D  $24.95 
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Joseph  by  Teresa  Schubert 


My  brother's  name  is  Joseph.  He  is  11  years  old.  Joseph  goes  to  Parkwood  Elemeri- 
taiy  School.  He  is  in  fourth  grade.  Joseph  has  a  special  need.  He  learns  slower  than 
we  do.  He  is  in  a  special  class.  He  sits  in  a  special  chfiir  when  he  eats. 

Joseph  is  fun  to  play  with!  He  likes  to  roll  a  ball,  swing  in  his  swing  and  play  with  bal- 
loons. But  most  of  all,  he  likes  to  snuggle. 

Scven-year-oUl  Tnv.sa  Schuhert  is  a  second  fftvdfn-  at  Saiiit.  Ti mm.'i  More  Schml  in  Chapel 
Hill,  North  Carolina.  She  enjoys  dancing  and  dratving.  Tptfsa  lives  in  Durham,  North  Caj- 
olinn  with  herfxirents,  Feler  and  Margmvt,  sister  Christina,  9,  and  brntlier  Joseph,  11. 
Joseph  has  trisomy  18. 


rhe  Children's  Page  welcomes  contritxitlons  from  children  with  disabilities  and  their  siblings.  Be  creative!  Serxl  your  stories,  photos  and  artwoi1<  to:  CMidm^  PaQt, 
Exceptional  Parent,  209  Harvard  Street,  Suite  303,  Brookline,  MA  021 46-5005 
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REGAL®  PEDIATRIC     3-WHEEL,  R^D  SCOOTER 


CAN 
STILL  BE 

THE 
JOURNEY 
OF 

DISCOVERY 
YOUR 
CHILD 
DESERVES 


3  REGAL  PEDIATRIC  was  ergo- 
nomically  designed  lO  meet  the 
special  needs  of  your  child.  The 
REGAL  PEDIATRIC  otters  these  ex- 
clusive Bruno  features:  Custom 
Contoured,  Adaptable  Seating 
for  superior  lateral,  thigh  and  lum- 
bar support;  23  hardpoints  in  the 
seatback  for  the  attachment  of 
various  support  devices;  slant  plat- 
form for  exceptional  legroom;  E-Z 
TILT  Tiller  with  all  driving  adjust- 
ments selectable  from  the  seated 
position  and  overall  Proportional 
Sizing'^"  for  your  child s  specific 
I  requirements. 


SCOOTER-LIFT  JR  ®    autotrunk lift 


At  Bruno  we  help  elimi- 
nate the  bu  rdensome  task 
of  transporting  your  child's 
mobility  aid.  We  make 
FOURTEEN  DIFFERENT 
KINDS  OF  LIRS  for  nearly 
any  brand  of  scooter  or 
wheelchair,andtheycan 
be  installed  in  cars,  vans 
or  trucks.  Bruno  can  help 
your  child  get  around 
easier  and  make  travel- 
ing a  truly  enjoyaole  ex- 
perience. 


mi 


CURB-SIE>ER®  sc6oTER&  wheelchair  lift 


Bruno  s  unique,  low  cost,  bat- 
tery-powered ELECTRA-RIDE 
Stair-Wqy  Elevatorcan  helpyour 
child  get  up  and  down  stairs, 
easily  and  comfortabiy.  No  spe- 
cial  wiring  is  needed  and 
ELECTRA-RIDE  W\\\  operate  even 
if  there  s  a  power  outage,  Seat- 
Belt,  Two  Remote  Call-Sends, 
Adjustable  Foot  Plate  with  Safety 
Sensor,  Full  45-90  Degree  Swivel 
top  and  bottom,  including  Con- 
toured Seqt,  are  standard.  To 
give  your  child's  journeys  secu- 
rity and  peace  of  mind. 
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DRUNO 

llNOHPKNOENTUVINQ  AID* 


WISCONSIN 
MANUFACTURER 
OF  THE  YEAR 
AWARD 

SPECIAL  AWARD 
INNOVATION 
1988 

MANUFACTUREr? 
OF  THE  YEAR 
IWl 


BRUNO  INDEPENDENT  LIVING  AIDS.  INC. 

1780  EXECUTIVE  DRIVE  PO  BOX  84 
OCONOMOWOC,  WISCONSIN  53066 


ELECTRA  'RIDE™    sta  ir  Wa  y  ele  va  tor  s  ystem 


o  CALL  1-800^882-8183  toll  free  or  1-414-567-4990    fax  1-414-567-4341 

ERIC  ^  , 

Circle  #8        Otj  J 


Mafcw  days,  Amy  vM  need 
some  help  . . .  Who  ml  volunteer  t 

Let  Standard  Publishing  help  you  and  your  church  better  understand 
\         people  mth  disabilities  —  liheAmy. 
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Just  Like  Everybody  Else 

Jim  Pierson;  foreword  by  Joni  Earedcon  Tada 

 0x1.3  ZOO  outing,  Derek  and 

—  his  granddaddy  encounter  a 
number  of  people  with  dis- 
abilities. Derek  is  reluctant  to 
approach  them,  but  he  is  put 
at  ease  by  Granddaddy's 
friendly  interaction  with  them. 
Later,  when  a  disabled  girl 


r 


:C3 


joins  his  class  at  school,  he  is  able  to  welcome 
her  "just  like  everybody  else." 

This  lovingly  illustrated  story  also 
includes  suggestions  for  parents  and  teachers 
to  answer  kids'  questions  about  disabilities. 
24^1  $10.99 


Design  for  Teaching  Learners 

WITH  DlSABIUTlES  ViDEO  SeI 

"This  Design  for  Teaching  video  i5  the  first 
thing  1  recommend  foramone  imoWed  in  disabilities 
ministrw"  said  Connie  Hutchinson,  a  disabilities 
ministry  director  in  California.  "I(  covers  e\m- 
thingyou  need  to  know  to  successfully  incliuk  a 
child  with  a  disohilitv  in  your  Sunday  School  class. " 

This  powerful  teacher  training 
program  shows  how  to 
include  a  severely 
disabled  child  in  a 
classroom  —  while 
increasing  learning 
opportunities  for 
the  whole  class! 
33-89504  $19.99 


ERIC*T  W"'"  'o^'''  Christian  hooksiorc,  tn 

sM^feMua  call  Standard  Publishing  toll  free  l-800-5't3-l35J 


Reaching  Out  to  Special  People 
Jim  Pierson  and  Robert  E.  Korth,  Editors 

This  helpful  book  will 
equip  your  church  to  begin 
a  ministry  for  people  with 
disabilities.  It  features  a  Bible- 
teaching  program  with  52 
lessons  for  those  with  mental 
retardation.  It  also  deals  with 
\Tsual  and  hearing  impairment,  emotional 
disturbances,  learning  problems,  and  much 
more.  One  of  the  best  ways  to  minister  to 
people  with  disabilities  is  to  simply  be  a 
friend.  Reaching  Out  to  Special  ftople  helps 
you  do  just  that, 
18-03139  S21 .99 
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Cover:  Sneii  year  old  Vemiiiea 
Chloe  and  her  mother.  Sandral, 
attend  the  Ebenezer  ^riean 
Methodist  Episcoiml  Church  in  For! 
WMiington,  Maryland.  Veronica, 
u  ho  h(ui  cerebral  paiiy.  am  one  of 
the  first  jKirticipants  in  thechiirch's 
Exceptional  Child  Ministry,  estab- 
lishedfour  yearx  ago.  The  program 
offers  children  with  di.mbilities  the 
opportunity  to  participate  in  Sun- 
day school  cla-ises,  social  amis  and 

the  annual  Chri.itma.i  /mgeant. 
Beginning  on  page 22,  you  can  read 
ntoreah<nit  Veronica  and  ether  chil- 
dren with  disabilities  whose  lives  are 
enriched  try  purticiiiation  in  their 
local  faith  communitie.'i. 
Photo:  Keith  Mitchell 
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SnNI£T  D.  iClEIN,  Ph.D. 


In  this  issue,  we  celebrate  religion,  religious  education  and  spirituality  and 
illustrate  the  progress  many  faiths  are  making  in  including  children  and  adults 
with  disabilities  and  their  families  in  community  congregational  life.  Sadly,  the 
important  role  that  religious  participation  can  play  in  the  lives  of 
families  is  rarely  discussed  in  meetings  between  parents  and 
education  and  health  care  professionals.  Many  professionals  do 
not  appreciate  the  ways  a  family's  religious  faith  and  participation 
can  meet  some  important  needs  of  children  with  disabilities  and 
their  parents. 

Similarly,  professionals  tend  not  to  see  members  of  the  clergy  as 
valuable  allies  and  collaborators  in  eflforts  to  advocate  on  behalf 
of  children  with  disabilities.  Such  advocacy  efforts  are  often 
aimed  at  the  goal  of  creating  more  opportunities  for  children  with 
disabilities  and  their  parents  to  participate  in  day-to-day  community  life — ^but 
community  life  includes  activities  within  local  churches,  synagogues  and  mosques. 

We  invited  a  committee  of  members  of  different  faiths  to  help  with  this  issue.  The 
committee,  chaired  by  the  Rev.  Bill  Gaventa,  included  Marilyn  Bishop,  Becca 
Homstein,  Ginny  Thomburgh  and  Dr.  Brett  Webb-Mitchell — each  a  dedicated  leader 
in  his  or  her  faith's  efforts  to  include  people  with  disabilities.  Committee  members 
wrote  articles  and  reached  out  to  encourage  individuals  to  share  stories  about  the 
ways  members  of  local  faith  communities  have  included  and  empowered  children 
and  adults  with  disabilities.  We  are  very  grateful  to  this  committee  and  to  all  the 
other  w  -(nderful,  giving  people  from  so  many  faiths  who  contributed  to  this  issue. 

Because  of  all  the  powerful  material  about  reli^on  to  be  included  in  this  issue,  we 
did  not  have  space  to  run  an  important  article  by  Sen.  Tom  Harkin  about  health 
insurance  reform.  Despite  our  considerable  disappointment  regarding  the  failure  of 
health  care  reform  efforts  in  the  past  year,  the  senator's  article  (which  we  will 
publish  in  February)  shows  that  the  voices  of  parents  have  been  heard  by  some  key 
members  of  Congress;  there  is  still  hope  that  needed  changes  will  occur.  With  the 
help  of  our  readers,  and  advocates  like  Sen.  Harkin,  we  hope  that  the  many  new 
members  of  Congress  will  learn  to  listen  to  and  appreciate  the  input  of  parents  and 
people  with  disabilities  on  this  critical  issue. 

Special  thanks 

We  appreciate  the  hard  work  of  Tawanda  Brocket-DeVance  in  setting  up  the  photo 
shoot  for  this  issue's  lovely  cover  of  Veronica  Chloe  and  her  mother,  Sandral.  Thaixks 
again,  Tawanda. 

Looking  back,  looking  atiead 

We  have  been  delighted  by  reader  feedback  about  new  departments  begun  in  1994 — 
Fatfier's  Voices,  Familiar  Faces,  Role  Models,  Ask  the  Doctxrr,  Health  Insurance 
nvubleshooter-  and  Research.  This  month's  Fathers'  Voices,  Edward  Sample's  "A 
Few  Miles  on  the  01'  Rocker,"  is  a  powerful  example  of  why  so  many  readers  look 
forward  to  these  departments. 

It  has  been  gratifying  to  hear  so  many  favorable  comments  from  readers  about 
how  much  our  magazine  has  improved  this  year.  Because  her  dedication  and  talent 
have  played  such  a  key  role  in  the  "new"  Exceptional  Parent,  I  am  pleased  to 
announce  that  Kim  Schive  has  been  promoted  to  associate  editor. 

Our  editorial  office  has  also  moved  to  a  larger  space  at  the  same  address.  New 
staff  members  include  Marr  S.  Malkin,  a  gi-aduate  of  Boston  University  with  several 
years  of  experience  as  a  newspaper  reporter,  and  Leslye  Sneider,  a  former  president 
of  the  \JC\A.  Union  of  Students  witli  Disabilities. 

We  extend  our  best  wishes  for  the  holiday  season  and  the  new  year  to  all  our 
readers. 
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And  the 

healthcare 
professionals' 
answer  to 
safety. 

ProtectaCap®  is  ideal 
for  post-surgery  and 
therapeutic  activities. 
ProtectaCap  is  made 
with  proven  shock- 
absc  sent  Ensolite'^ 
foam  which  helps  to 
prevent  injury  by 
absorbing  the  impact 
of  a  blow  or  fall. 
ProtectaCap's  unique, 
expandable  design 
provides  a 

comfortable,  custom  fit 
for  each  child  under 
six  years  of  age. 
And  ProtectaCap 
weighs  only  three 
ounces. 

Tested  by  safety 
engineers, 
ProtectaCap  rates 
"excellent"  in  shock 
absorption.  It  replaces 
hard  plastic  by 
eliminating  weighl, 
heat,  bacteria  and 
discomfort, 
little  heads  are 
secured  quickly  with  a 
convenient  Velcro' 
closure.  And 
ProtectaCap  is  fully 
machine-washable. 
ProtectaCap  is  cute, 
colorful,  and  adds  to 
the  self-esteem  of  any 

I  child  requ'ring 

I  headgear. 


ear 

foflillleldds... 


<(We  had  a  little  girl  with  hydrocephalus.  Because  of  her 
abnormolty-shaped  head,  we  couldn't  get  a  good  fit,  even  with 
custom-made  helmets.  ProtectaCap  fits  great  and  it  works  so  well. 
We've  been  very  happy  with  it.  Other  helmets  ere  so  obstrosive- 
looking.  ProtectoCop  looks  so  nice." 

I.  Souo-lundin,  Occupational  Thvapitt,  Shrintn  Hoipifal,  Portland,  OK 


iiProtectoCap  will  stay  on  the  child  and  protect  his  head. 
Most  children  have  v/eak  neck  muscles.  ProtectaCap  is  so 
■M     much  lighter  than  other  helmets." 

S.  Balzor,  fhyucal  Tharapitt,  Cottonwood,  AZ 


«The  neurosurgeon  loved  ProtectaCap.  He  sent  it 
home  with  the  patient  after  cranial  surgery." 

MlhoditI  Hoipital,  San  Antonkn,  TX 


ProtectaCap  is  the  best  thing  in  the  world!  It's  so 
comfortable.  She  doesn't  take  it  off  her  head  like  the 
other  ones,  it  really  protects  her.  And  it's  so  cute. 
Thank  yoo  very  much.^  >         M.  MUhr,  Pannl,  hmbard.  It 

<^  Your  ProtectaCaps  are  colorful  and  offer  many  good 
features  for  comfort.  We  will  recommend  them  to  our 
families.  9  9    aiitdr»n'$  Hospital  of  PhUadtlphh,  PhUadalphia,  PA 

(iMy  daughter  has  a  shunt  in  her  head. 
ProtectaCap  protects  it  really  v»«ll.  ?t's  wonderful^? 

C.  ^ndtrpol,  Pannt,  Mingham,  WA 


5iieO 


■-3 


•  \Wt<M  •  Knit  •  light  Hw  •  lt<^  Mu«  •  tUon  Rnk 

•  Hm  Or—n  •  Nwi  NnUMadi  •  Nwmi  OraWlbdi 


Manufodurad  and 
Sold  Excttnivaly  byi 


4^ 


Oder  Now-Call  TOLL  FREE 
rlse&  Inc  1-800-321 -PLUM 


ERIC 


4 


9  Ciyston  Circle 
P.O.  Box  283 
Venter,  ?A  19490 


wJjwL  your  ordMr  to  21S-584-4151 

QB&^^ACCEPTED.  OVERNIGHT  DELIVERY  AVAILABLE 
$72.95,  plus  $7.95  S/H.  MIBKJIID  APMOVM. 


Circle  •  239 
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A  Lifeline  to  ttie  USA 

We  are  the  parents  of  a  child  who  is 
blind  and  has  multiple  disabilities.  We 
live  in  Malta — that  little  island  in  the 
Mediterranean — ^ancl  were  first  intro- 
duced to  Exceptional  Parent  two  years 
ago. 

First  of  all,  let  us  congratulate  your 
editorial  team  for  your  comprehensive 
overview  of  the  worries,  joys,  struggles, 
triumphs  and  day-to-day  care  which 
form  part  and  parcel  of  raising  our  spe- 
cial children.  Not  only  have  I  learned  a 
lot  from  your  magazine,  it  has  been  a 
source  of  ever-needed  support  to  us. 

Our  six-year-old  daughter,  Hena- 
Marie,  was  bom  at  28  weeks  gestation 
and  has  retinopathy  of  prematurity  and 
mild  cerebral  palsy.  She  also  has  a  right 
leg,  above-knee  aniputation.  I  believe 
she  is  a  unique  case  in  Malta;  as  such, 
we  have  not  found  much  professional 
advice  regarding  the  hundred  and  one 
complex  questions  that  we  must  tackle 
to  enable  our  girl  to  develop  her  full 
potential. 

Limitations  of  facilities  and  expertise 
are  disadvantages  of  living  in  a  country 
with  such  a  small  population  (approxi- 
mately one-third  of  a  million  people). 


Reading  about  the  accurate  assessmem 
of  children,  and  learning  of  all  the  tech- 
nological advances  and  aids  in  your 
magazine  makes  us  wish  to  just  fly  over 
to  the  USA  to  seek  help  for  our  daugh- 
ter; but  we  certainly  can't  afford  it.  We 
worry  that  we  are  not  providing  her 
with  tlie  services  and  environment 
needed  to  enhance  her  development, 
though  we  know  she  is  getting  the  best 
possible  care  under  the  circumstances. 
Such  feelings  are  quite  disheartening. 
Nevertheless,  we  carry  on  in  our  search 
for  answers  both  locally  and  abroad. 
This  is  why  we  consider  Exceptional 
Parent  our  lifeline  to  the  USA. 

S.B.,  /Wa;. .' 


Inclusion  and  Ideology 

It  was  with  dismay,  dis^pointment  and 
disillusionment  that  I  read  Albert 
Shanker's  Inclusion  and  Ideology  (Sep- 
tember 1994).  I  am  a  parent  who  looks 
forward  each  month  to  your  magazine. 
Usually,  it  gives  me  iitformation  to  help 
me  with  my  child's  school,  health  £md 
social  life.  Reading  this  magazine  has 
always  given  me  a  sense  of  hope 
because  it  lets  me  know  I  am  not  alone. 


Tell  US  about... 

...your  family's  most 
memorable  vacation. 

(Did  you  pick  up  any  tips  you  could 
pass  along  to  other  families  planning 
trips  with  a  child  who  has  a  disability?) 

Write  to:  Vacation,  Ex'  kitio.\ai.  Paiv-jxt, 
209  Harvard  St.,  Suite  .m.  Bixxikliue, 
MA  02 m,  (617)  730-S742  (fa.r).  A 
sampling  of  ivader  responses  to  tti- 
question  mil  appear  in  afutviv  isAac. 


I  respect  the  viewijoiiits  of  other 
people  and  do  not  expect  oveiyono  to 
agree  with  me  all  the  time.  I  respect  the 
opinions  of  professionals  who  are 
trained  in  certain  areas  and  who  ;irc 
experienced  in  working  with  chikiren 
who  have  disabilities.  I  especially 
respect  the  opiiiions  of  parents 
because  I  believe  they  know  whal  is 
best  for  their  child  tmd  family.  If  miy  of 
these  people  had  written  an  article  on 
inclusion,  I  would  have  read  it  with 
interest  and  tried  to  learn  from  it. 
Instead,  you  chose  to  reprint  an  old 
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lb  reach  out  to  parents 

of  children  with  disabilities 
and  special  health  care  needs. 

lb  empower  mothers  and 
fathers  by  providing  practical 
information  and  emotional 
support. 


EiiTiiriu  »ivis»»Y  Bo«»i 

USA  BLUMBEKO,  J.D.,  Corporate 
Attomoy,  Aetna,  Hartford,  CT 

T.  BERKV  BRAZELTON,  M.D.,  Clinical 
Professor  Emeritus  of  Pediatrics, 
Han-ard  Medical  School,  Boston,  MA 

FKANCES  P.  CONNOB,  Ed.D., 
Professor  Emerila,  Special 
Education,  Columbia  Unlvmlty 
H'achers  College,  New  York,  NY 

ALLEN  C.  CROCKER,  M.D.,  Director, 
Developmental  Evaluation  Center, 
Children's  HoaplUI,  RcKon,  MA 


EU  FACTOR,  D.M.D.,  Parent, 
President,  Wheelchair  Motorcycle 
Association,  Brockton,  MA 

MURRAY  FEINGOLD,  M.D.,  Physician- 
In-Chief,  National  Birth  Defects 
Center,  WWtham,  MA 

SANDRA  B.  FLEISHMAN,  Parent, 
Project  Director,  A  WORLD  OF 
DIFFERENCE  Institute,  Anti- 
Defamation  League,  Boston,  MA 

BRUCE  M.  CANS,  M.D.,  President, 
RchabiliUtlon  Institute  of  Michigan, 
Detroit,  MI 

SOL  GORDON,  PI1.D.,  Professor 
Emeritus,  Child  and  Family  Studies, 
Syracuse  University,  Syracuse,  NY 

STANLEY  I.  GREENSPAN,  M.D., 
Clinical  Professor  of  Psychlatiy  and 
Behavioral  Pediatrics,  George 
Wasiilngton  University  Medical 
School,  Washington,  DC 

HERBERT  J.  GROSSMAN,  M.D., 
Professor  of  Pediatrics,  Neurology, 
and  Psychiatry,  Univ.  of  M  Ichlgan 
Medical  Center,  Ann  Arbor,  MI 

DAVID  HIRSCH,  M.D.,  Phornbt 
Pediatrics,  Phoenix,  AZ 

GOODWIN  D.  KATZEN,  Former 
Executive  Director,  Rockland  County 
Center  for  the  Physically 
Handkappcd,  Pomona,  NY 


SUSAN  M.  KLEIN,  Fh.D.,  Professor 

of  Special  Education,  School  of 

Education,  Indiana  University, 

Bloornington,  IN 
DINAU)EBL,Ed.D.,OTR, 

Associate  Professor,  Department 

of  Occupational  Therapy,  School 

of  Education,  Nev»  York  University, 

New  York,  NY 
EDWIN  W.  MARTIN,  Ph.D.,  President 

Emeritus,  National  Center  for 

Disability  Services,  Albertson,  NY 
JAMES  MAY,  M.A.,  M.Ed.,  Project 

Director,  National  Fathers'  Network, 

Bellev«e,WA 
JBANB.McOREW,Fh.U., 

Superintendent,  Glenbrook  School 

District  #225,  Glenview.  IL 
EDWARD  NEWMAN,  Fk.D.,  Professor, 

■ftmple  University  School  of  Social 

Administration,  Philadelphia,  m 
BEITV  PENDLER,  M.S.,  Parent, 

Member,  New  York  State 

Developmental  Disabilities  Planning 

Council,  New  York,  NY 
STKVEN  P.  PERLMAN,  D.D.S., 

M.SC.D.,  Assistant  Clinical  Professor, 

Baston  Unhersity  School  of 

Dentl3t.y,  Boston,  MA 
HARVEY  PRESSMAN,  President, 

Corporation  for  Opportunity 

Expantlon,  Newton,  MA 


SIEGFRIED  M.  PUESCHEL,  M.D., 
Parent,  Prof,  of  Pediatrics,  Brown 
Univ.  School  of  Medicine, 
Providence,  RI 

PEGGY  MANN  RINEHART,  BA, 
Parent,  Director  of  Communications, 
Center  for  Children  with  Chronic 
Illness  and  Disability,  University  of 
Minnesota,  Minneapolis,  MN 

JEROME  ROSNER,  O.D.,  Professor 
of  Pediatric  Optometry,  University  of 
Houston,  Houston,  TK 

HARIIYN  ROUSSO,  A.C.S.W.,  Direitor, 
Disabilities  Unlimited  Counseling  & 
Consultati\'e  Service,  New  York.  N\' 

BARBARA  J.  SEABURY,  MA, 
Director,  Child  Life  Dept.,  Rhode 
Island  Hospital,  Providence,  HI 

HOWARD  SHANE,  PI1.D.,  Director, 
Communications  Rnhanrement 
Center,  Clilldren's  HosfWiU, 
Boston,  MA 

CAROL  TINGBY,  PI1.D.,  Parent, 
Psychologist,  University  of  Utah 
Hospital,  Salt  Lake  City,  irr 

HAROLD  TURNER,  D.D.S.,  Associate 
Professor,  Retired,  School  of 
Graduate  Dentistry,  Boston 
University,  Boston,  MA 

IRVING  KENNETH  ZOLA.  Ph.D., 
Profesfor  and  Chairman,  Dept. 
of  Sociology,  BrandeLs  University, 
Walth*m.MA 
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Wihi  tmlJft-A'Wrif  VIC!':  is  the  kieSl  im!^.Bm<tliitti  of  ARS  (Aiitonmhc 
'p>  y  'RcUl  ^loj))*^jpt>e4  lijtti  The  inhettttt  design  0/  the M^S  engages  the  roU  stop 
i''  i  beforcthertp^if  verluiflphtpimmoement. 


ChamS 
otw20li 


r  post  Smrii-i}-W)i!/^  lift:. 
icaw  for  ot^  iit^  ifiniWilo^ 


ilsfjin.  DiKtoibhori3aM<ii)imUoit,it>tiaytie 


m 


uds 


The  lam  iCorpomtioa  has  esbbMed 
their  products  as  the  benchmark  for, 
Interriationai  Personal  Mobility.  The  fiew 
lift-A-WayD/Cf  continiife  ftratin's  repu- 
tation for  dqp^Kbbility  ahd  excdienoe. 

Braun's  nonskid  yellow  ARS  (Automatic 
Roll  Stop)  engages  before  any  vertical 
platform  movement  Boasting  the  lowest 
loading  ramp  angle  in  the  industry,  the  ARS 
makes  it  easy  to  load  both  power  and 
madual  whedchairs  (H\i6  the  platform^ 


No  matter  what  your  needs,  Braun  has  a 
mobility  system  designed  for  you.  The 
original  Lift^A-Way*  platform  lift  is  a 
reliable  performer  proven  with  over  two 
decades  of  use.  For  greater  ambulatory  and 
cargo  access,  we  offer  the  Swing-A-Way* . 
The  lowered  floor  EntervaiT  is  the  perfect 
choice  for  the  individual  or  small  family. 
And,  for  the  person  who  transfers,  the 
Braun  Chair  Toppei*  omveniently  stores  a 
conventional  fokiii\g  wheelchair  out  of  your 
way.  ,. 


The  Braun  Corporation.  Mobility  at  its  best 

mjm  imi  m  ru  MWi 
Jr  iiAMKCoiiMMirnoi. 

"Providing  Access  to  the  World  " 
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Dual  locking  liandrails  contribute  to  a 
secure  environment  while  on  tftf,  lift 
•platform.  Other  safety  features  include 
yellow  demarcation  of  the  ivheelcliair 
kxtding  bouiidariea  and  ^  override  dituit 
whkit  pwente  the  lift-A-Way  D/C*  from 
folding  when  there  is  weight  on  the 

platform.  tm1^.m\rA        OMrtwtff,  KW*  Hi«Jr»)»«nBMrt'. 

the  Braun  Corfonttlon  Is  iltf  htttrmllotul  hkltr  In  mobility  pnniuLla.  With  four  dwislons  and  a  worUwide  dislribiitor 
X  Brtjuorit,  we  are  fiosilhiiud  I0  pmide  the  eifHipment  and  services  you  need.  Our  commllm^l  to  your  satisfxlion  is  abo 
*  JtfimUd  by  am  Vmt-Ymr  Worry-FneJJmllsd  VtnmMy.  Simply  alt  l-flOH-THr-IJrrf>r  the  Bwmi  detler  iteamt  you, 

«1««BnwtC<iip«Mlon,lrB.  B-M-1M 
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lifePiannins 
Should  Be 
Tfeam  Effort 


Every  month,  Estate  Planning  for  Persons 
with  Disabilities  (EPPD)  provides 
essential  information  and  guidance  to 
hundreds  of  families  with  a  son  or 
daughter  who  is  disabled.  Our  national 
network  of  attorneys  and  estate  planners 
helps  to  develop  comprehensive  life  plans 
including  wills,  special  needs  trusts, 
guardianships,  advocacy,  balancing 
private  and  government  benefits.  EPPD 
provides  FREE  initial  interviews  to 
determine  needs  and  FREE  group 
seminars  for  parents.  EPPD  is  not  a 
guardianship  or  master  trust,  but  assists 
parents  in  locating  .services  neces.sary  to 
provide  a  secure  future  for  their  loved 
one.  Call  today  to  receive  a  FREE 
brochure  and  the  location  of  your  nearest 
EPPD  representative. 


Richard  W.  Fee 
Executive  Director 

National  Office 
1200  Corporate  Drive /Suite  3S0 
Birmingham,  Alabamn  35242 

800-448-1071 


ESTATE 
PLANNING  FOR 
PERSONS  WITH 
DISABILITIES 

A  Division  of  Protective  Lite 
Insurance  Company 


Circle  #  26 


Our  prices  make 
everyone  happy! 

Send  for  a  free  catalog 
of  adaptive 
equipment 


equipment 


P.O.  Box  33  •  Bedford,  MA  01730 
(617)  275-7681  •  Fax  (617)  275-4094 
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Clrcl«  #  25 

♦   EXCEPTIONAL  PAKENT  /  DECEMBER  1994 


article  written  by  a  union  official  wlio  does  not  worlc  witii 
cliildren  wlio  liave  special  needs  and  who  is  absolutely 
opposed  to  any  type  of  inclusion  program. 

My  cliild  has  severe  mental  retardation.  He  has  been 
included  for  two  years  and  is  doing  things  that  we  never 
thought  would  be  possible.  The  biggest  gain  has  been  for  the 
other  ciiildren  in  his  classes.  They  have  accepted  Ben  as  they 
would  any  other  child.  He  is  invited  to  their  parties  and  their 
homes,  they  come  to  his  home  and  they  all  get  along.  These 
children  will  grow  up  to  be  better  adults  because  of  their 
experiences  with  Ben.  They  will  be  more  accepting  of  every- 
one, regardless  of  their  differences.  Isn't  that  what  inclusion 
is  all  about? 

Your  magazine  is  very  important  to  parents;  please  use 
more  consideration  in  the  future.  Yours  is  the  only  magazine 
that  gives  us  the  opportunity  to  hear  each  others'  voices — 
that  is  what  is  most  important.  Articles  about  education  pro- 
grams should  be  written  by  qualified  professionals  who  care 
about  our  children  or  parents  who  can  speak  from  experi- 
ence. I  believe  this  is  the  least  we  should  expect  from  your 
excellent  magazine. 

— J.C.,  Virginia 

Editor's  Note:  Our  goal  in  the  September  issue  was  to  pro- 
vide a  range  of  perspectives  from  leaders  in  the  field  of  edu- 
cation. — S.D.K. 


IWo  Children  with  Spina  Bifida? 

After  reading  the  response  to  D.H.  &  D.H.  (August  1994) 
about  the  family  who  had  a  second  child  with  spina  bifida,  I 
felt  compelled  to  write. 

In  the  United  States,  one  in  1,000  babies  is  bom  with  a 
neural  tube  defect — spina  bifida  is  the  most  common.  If  a 
mother  already  has  one  child  with  a  neural  tube  defect,  her 
risk  of  having  a  second  child  with  a  neural  tube  defect 
increases  to  one  in  30. 

The  most  important  news  about  neural  tube  defects  is  that 
they  can  usually  be  prevented.  Recent  studies  have  shown 
that  mothers  who  take  the  B  vitamin — folic  acid — immedi- 
ately before  pregnancy  and  during  the  first  two  montlis  of 
pregnancy,  dramatically  reduce  the  risk  of  these  defects  in 
their  babies. 

If  you  are  a  woman  who  has  already  had  a  baby  with  a 
neural  tube  defect,  and  who  hopes  to  have  ar.other  child,  you 
should  take  0.4  milligram  of  folic  acid  daily.  Tliis  amount  of 
folic  acid  is  available  in  many  brands  of  non-prescription 
multi-vitamins  or  can  be  taken  separately.  During  the  time 
you  are  actively  tiying  to  become  pregnant,  change  the  sup- 
plement to  four  milligrams  of  folic  acid  each  day.  This  must 
be  obtained  as  a  prescription  from  your  doctor  Do  not  try  to 
increase  the  folic  acid  dose  by  taking  additional  multi-\'ita- 
min  tablets;  this  may  cause  you  to  receive  a  dangerous  over- 
dose of  other  vitamins. 

If  you  become  pregnant,  continue  the  four  milligrams  of 
folic  acid  until  your  first  pregnancy  visit,  at  which  time  your 
doctor  can  advise  you  about  pregnancy  vitamins. 

— D.M.,  South  Carolina 


Emtor's  Note:  Tlie  advice  in  D.M.'s  letter  has  been  r' 
and  cortfirmed  by  medical  evpetis. 
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opt^ratKnli  and  hi^i^d  coit»ttucboi!t'Vnabte-; 
«tm*i|nbtiIalory)?er?on»  to  rthably  and 
€ottvfejHen,tty  bojifd  Oodge  Caiavan  or 


Ih&seai  eixbnds  20f'  and  iilteiomtciiiKM 
lotiVakebtMidli^  iafe  and      Once  oii  the  ^ 

bjr|ites8ingthe^vvM$ntiyinoiuUedsvvi^ 
M  you^Ve  Idt  to  doiwmiialfy^^^r^^ 
'  the  forward  facing  position.  To  i^Jt  tM- 
V  piQceduveissiffljdyrevened.. ,  ;;-;'';-\;';V^':'./ 

The  Cpmpanion  S<«a,t*«tiUm  jr^ur^Wn's 
fiilginai  «»^  but  iepk»  the  edbtn^ 
;;;iw»l  a  tan({ue|)<KW'bMe-:When^^it^^ 
;  it  fuiv;tic««  exactly  at  the  {Masengd^'scii^  This  \ 

;  <J^1Iy  one  olejniw  ivho  n«d»  aiwitooe,  And,  .' 
A»  «l*fay*,  BMWh  th<^«tt^ly  i«««d  the 


■  -If  .youwed  fimnaal  «sfltttaftbe;i^-tty^  'ji^:, 
a^^f^igt  tiywaid$  the  pii^i^0a^^yfi-\  ■ 
eqci^pistentfiuw^'v  the  Cbij^^C^ipoi'aticn  .  ^  r 
AvtomoWttv  Ptognim  A*  ^daf^lp^  Bra«n ';  .   v  i'  ^ ' 
distcd>utorid)putother^|t9^%f  assifi^^       ;./> v-;' 

fiacWKTOprfb!w»tJOjic«the,G^^  ■'  • 

or  oditr  Braitti  moWlfty  p^dii6>jdJi  us  today . 
atl-SOO-THEUFr  Vlfe\vffig?veiq«ith^^  4 
-'and''kK»tionof:distitijufai!Sibi|^^  ■  '":p,V.-;; 

Now  mote  than  ever,  tncfcili^  is  oneof  the  V  . 

nwet  important  timiga  in  youir-life^^  J(  / 

and  the  Companion  Seat*    tiMf'aiiiWwiito  '  v't 
''.your needs:"          ■  ' ■v!\:  '-- .■•'r' 
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Seventh  Chromosome  Deletion 

My  five-year-old  daughter,  Vanessa,  has 
twc  larger  diagnoses  and  some  smaller 
o'.es  as  well.  When  she  was  bom,  doc- 
tors told  us  she  had  intrauterine 
growth  retardation  (lUGR).  Almost 
tliree  years  later,  we  found  out  tliat  she 
has  a  seventh  chromosome  deletion 
(band  7q  36.2).  She  has  also  been  diag- 
nosed with  attention  deficit  hyperactiv- 
ity disorder  (ADHD). 

Vanessa  is  not  atljusting  well  to  the 
medications  for  her  ADHD.  On  some  of 
the  medications  she  has  even  become 
very  dangerous  to  herself  and  to  othere 
around  her  When  her  medication  is 
working,  she  is  a  sweet  little  girl;  when 
her  medication  isn't  working,  she  hurts 
herself,  screams,  hits  others,  bites  and 
throws  things, 
i      Right  now,  Vanessa  weighs  about  23 
I  pounds  and  is  35  inches  t£ill.  She  does 
not  see  or  hear  very  well.  She  has  very 
poor  muscle  tone.  She  has  a  high  palate 
and  poor  teeth.  She  does  not  sit  still  for 
more  than  a  minute  or  two,  but  she  is 
very  cute. 

I  don't  have  very  much  information 
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on  lUGR  and  doctors  tell  me  there  is 
no  other  child  in  the  world  with  a  simi- 
lar chromosomal  deletion.  I  know 
Vanessa  will  be  very  tiny  and  will  have 
developmental  delays.  I  know  that  her 
vision  and  hearing  will  deteriorate  and 
that  she  will  have  small  changes  in  the 
formation  of  her  hands,  feet,  ears  and 
toes.  But  there  are  so  many  questions  I 
have  unanswered.  Is  there  anyone  out 
there  who  has  a  child  like  my  daugh- 
ter? Can  anyone  recommend  a  source 
of  information? 

T.T.,  Miimesota 

Chronic  Guillain-Barre 
Syndrome 

I  am  the  mother  of  12-year-old  identical 
twin  daughters.  One  of  the  gu'ls, 
Melissa,  has  chronic  inflammatory 
demyelinating  polyneuropathy,  also 
called  CIDP  or  chronic  Guillain-Barre 
syndrome.  Her  sister  is  healthy. 

Melissa  is  doing  quite  well  now,  but 
has  had  four  exacerbations  of  CIDP 
during  the  last  five  years.  The  weakness 
and  paralysis  come  on  rather  suddenly, 
usually  within  24  hours.  Each  time,  she 
has  been  miable  to  walk  for  five  to  10 
weeks.  Gradually,  the  paraiysis  leaves. 
The  muscle  wealaiess  is  often  accom- 
panied by  a  burning,  tingling,  pins-and- 
needles  type  of  pain,  particularly  in  her 
feet.  She  also  experiences  migraine 
headaches,  extreme  fatigue  and  a  dis- 
torted sense  of  touch  and  temperature. 
Between  relj^ses,  her  health  and 
strenvlth  are  normal.  Her  residual  prob- 
lems include  difficulty  with  prolonged 
walking  and  standing,  low  stamina  and 
some  foot  and  leg  pain,  Melissa  has  no 
deep  tendon  reflexes;  she  also  has  some 
atrophy  in  her  feet. 

I  am  interested  in  hearing  from  other 
families  who  have  children  with  CIDP.  I 
want  to  help  develop  a  national  registry 
of  these  childrei;  so  some  significant 
research  couki  be  conducted  on  this 
rare  disorder 

P.S.,  Nabiv.ska 

Enrnm's None:  Guillaiu-Banr  Syu- 
divme  Foundation  Intemational  (P.O. 
B().r  2C)2.  Wynnewood,  PA  Umd, 
2 1 5/667-0 can  i>wnid('  it\fomia- 
lion  on  CIDP  and  hrli)  yon  get  in 
loncli  nulli  other  organizalions. 


Congenital  Fiber-Type 
Disproportion 

Our  three-year-old  daughter,  Alisha, 
may  have  congenital  fiber-type  dispro- 
portion. Doctors  tell  us  she  has  not 
been  given  a  formal  diagnosis  because 
this  condition  varies  with  each  cliild. 

Because  Alisha  has  overfill  muscle 
weakness,  she  has  had  numerous  bouts 
with  pneumonia.  She  also  has  scoliosis. 
She  is  not  able  to  walk  or  crawl,  but 
can  sit  unaided.  In  addition  to  occupa- 
tional and  physical  therapy  eveiy  week, 
we  work  with  her  at  home.  At  times, 
Alisha  seems  to  regress  and  then,  after 
a  period  of  time,  she  comes  out  of  the 
regression.  We  have  no  idea  what 
causes  these  periods. 

We  are  grateful  that  she  is  very 
briglit.  There  is  nothing  wrong  with  her 
mental  capabilities  or  speech.  We 
would  like  to  hear  from  other  parents 
who  have  children  with  this  diagnosis 
to  hear  how  they  are  doing. 

J.H.  &  J.H.,  minois 

Ei)nx.)R's  Note:  Ac.coixling  to  the  Mus- 
cular Dyslivphy  Association  (MDA ), 
congenital  fiber-type  dispivporlion 
can  be  a  symptom  of  many  condi- 
tions. Your  local  MDA  chapter  (2500 
Galen  Dr.,  Champagne,  III  61821, 
217/351-1853)  can  refe>- you  to  med- 
ical and  otiier  resouives. 

Deafiiess  and 
Motor  Impairments 

Our  beautiful  five-year-old  daughter, 
Eleanore,  was  bom  with  profoundly 
hypotonic  muscle  tone  and  right-side 
hemiplegia  (cerebral  palsy),  but  has 
always  been  exceptionally  visually  alert 
and  socially  aware.  She  has  made 
steady  progress  in  motor  skills  but  has 
not  developed  language;  this  was 
always  attributed  to  the  neur'ological 
impaimient.  In  July,  we  learned  that 
she  is  profoundly  deaf.  We  liave  been 
working  with  her  educational  program 
to  address  her  deafness  and  lack  of  lan- 
guage, and  our  family  is  leaming  sign 
language.  We  know  piirents  of  other 
deaf  children,  but  they  all  are  able-bod- 
ied and  wore  diagnosed  much  earlier 
than  Eleanore.  Eleanore  uses  a  wheel- 
chair; she  has  limited  use  of  her  right 
hand  tuul  decreased  coordination  with 
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her  left  hand.  Hearing  aids  do  not  seem 
to  help.  She  has  the  language  skills  of 
an  infant,  but  appears  to  have  good 
potential  to  learn. 

We  would  love  to  hear  positive  sto- 
ries (only  positive!)  about  children  with 
motor  impairments  and  deafness,  esf>e- 
cially  when  the  deafness  was  diag- 
nosed late.  We  want  to  know  about 
sign  language  acquisition  by  and 
resources  for  deaf  children  with  multi- 
ple challenges. 

T.K.,  Montana 


Loud  Noises  in  Public 

Our  six-year-old  daughter,  Kaitlyn,  has 
severe  intellectual  disabilities.  She  has  a 
combination  of  very  different  character- 
istics that  do  not  seem  to  fit  any  one 
syndrome.  We  do  not  feel  she  is  autistic. 
Rett  syndrome  has  also  been  ruled  out 

Kaitlyn  does  not  talk.  However,  at 
times,  she  makes  loud  noises  and  high- 
pitched  screams.  She  has  been  toe- 
walking  since  age  three.  She  does  not 
like  to  make  eye-contact  directly,  but 
prefers  to  look  from  the  side.  She  is 
happiest  wandering  aroimd,  picking  up 
objects  and  dropping  them.  She  has  no 
interest  in  playing  with  others  or  with 
toys.  She  does  not  like  anything  that 
requires  a  lot  of  effort.  Kaitlyn  has  a 
constant  need  to  touch  objects  and  put 
them  in  her  mouth — this  started  when 
she  was  five  years  old.  When  frus- 
trated, she  will  bite  the  closest  object. 
She  can  feed  herself  with  a  spoon  and 
drink  from  a  cup,  but  is  very  messy. 
She  shows  no  interest  in  potty  training. 

Our  main  concern  is  the  loud  noises 
she  makes,  especially  in  public  and 
around  large  groups.  We  do  not  know 
how  to  get  them  down  to  a  reasonable 
pitch,  and  are  especially  concerned 
about  how  this  will  be  handled  when 
she  goes  to  kindergarten  next  fall.  We 
want  to  hear  from  anyone  who  has 
dealt  with  a  child  who  has  similar  char- 
acteristics, especially  the  loud  noises. 

G.W.  &J.W.,  Indiana 

Therapeutic  Recreation 

Our  community  is  working  to  establish 
a  recreational  program  Uiat  includes 
children  with  disabilities.  We  are  look- 
ing for  infonnalion  on  established  ther- 
apeutic recreational  programs  and  how 
these  programs  have  been  funded. 

E.W.,  Georgia 
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Augmentative 
Goimnmiication  Aids 

D.K  (October  1994)  is  llveparmt  of  a 
boy  with  a  physical  disability  effect- 
ing only  his  gross  motor  skills;  his 
fine  motor  skills  are  good.  D.F.  luas 
looking  for  information  on  augmenla- 
ti~:e  and  alternative  communication 
(ACC)  devices  because  her  son  has 
just  started  school. 

As  suggested  in  the  Editor's  Note  fol- 
lowing your  original  Search  letter,  the 
article  in  the  June  1994  issue  of  Excep- 
tional Parent  magazine  is  a  good  place 
to  start  your  search  because  it  gives  an 
overview  of  the  factors  you  should  con- 
sider when  selecting  an  ACC  device. 
Our  experience  may  also  be  helpful  to 
you. 

My  seven-year-old  son  has  multiple 
disabilities  and  is  nonverbal.  Due  to 
significant  physical  disabilities,  sign 
language  was  never  a  viable  option. 
Ryan's  first  exposure  to  an  ACC  device 
came  in  preschool.  However,  he  was 
unable  to  activate  the  device  used  in 
his  classroom  because  he  could  not 
press  the  pictures  hard  enough. 

After  my  repeated  requests,  he  got  a 
Prentke  Romich  IntroTalker,  a  device 
commonly  used  with  preschoolers. 
Although  Ryan  could  activate  the 
device,  he  did  not  seem  to  relate  to  the 
recorded  voice,  that  of  an  adult  female. 
And  because  the  nimiber  of  items  on 
the  device  was  limited  to  eight,  he 
quickly  lost  interest  in  using  it. 

Finally,  a  friend  referred  me  to  a 
voice  output  device  called  the  Dynavox 
(manufactured  by  Sentient  Systems, 
2100  Wharton  St.,  Ste.  630,  Pittsburgh, 
PA,  412/682-0144).  As  soon  as  I  saw  this 
device,  I  thought  it  might  be  something 
my  son  would  like.  I  was  right.  The  key 
seemed  to  be  that  Ryan  was  motivated 
by  tlie  voice  output,  which  sounds  very 
much  like  a  boy  of  his  age.  He  finally 
had  a  voice.  Now,  I  worry  that  my  non- 
verbal son  talks  too  much! 

Perhaps  you  can  visit  an  ACC  center 
that  has  a  variety  of  devices  for  you 
and  yoiu-  child  to  look  at  and  try  out. 
Professionals  are  helpful  in  identifying 
appropriate  devices,  but  remember, 
you  know  your  child  best  and  should 
not  hesitate  to  use  that  knowledge  in 
selecting  a  devici'.  It's  also  important  to 
find  a  device  that  motivates  your  cliild; 


if  the  child  does  not  like  the  device,  its 
"appropriateness"  really  doesn't  matter 
We  chose  the  Dynavox  for  a  number 
of  reasons — we  found  it  easy  to  pro- 
gram (all  the  picture  symbol  are 
already  in  the  computer),  it  was  easy 
for  my  son  to  use  and  it  will  grow  as 
his  language  ^rows.  But  most  of  all,  we 
chose  this  device  because  he  loved  it! 

R.C.,  Maryland 

□  My  five-year-old  son,  Pranlde,  has 
cerebral  palsy  and  is  non-verbal.  Like 
your  son,  Frankie  has  great  fine  motor 
skills  even  though  his  gross  motor 
skills  are  not  so  good. 

We  recently  purchased  the 
AlphaTalker  from  the  Prentke  Romich 
Company  (1022  Heyl  Road,  Wooster, 
OH  44691,  800/262-1984).  This  device  is 
wonderful!  It  has  enabled  him  to 
express  his  wants  and  needs,  and  the 
whole  world  now  views  him  differently. 

We  Uied  several  different  devices, 
but  this  was  definitely  the  easiest  to 
program.  The  Prentke  Romich  st«iff  is 
very  helpful;  they  even  helped  us  get 
funding  to  buy  the  device.  Their  pay- 
ment and  rental  policies  are  great;  you 
can  trade  in  used  devices  for  credit  as 
your  child's  needs  change. 

M.D.,  Massachusetts 


Down  Syndrome  and  Nonverbal 

K.E.'s  (October  1994)  seveti-year-oM. 
daughter,  Jetmifer,  has  Doion  syn- 
drome. Jennifer  was  able  to  say  about 
75  understaiulable  words  by  the  time 
she  was  ttvo  and  a  half,  hut  stopped 
talking  a  year  later  after  frequent  ear 
iiffections.  Jennifer,  who  has  received 
ongoing,  intensive  speech  therapy, 
vocalizes  but  says  nothing  under- 
standable. She  has  learned  some  sign 
language,  but  her  signs  arepoorly- 
foi-med  and  inaccurate.  She  has  begun 
to  use  an  augmentative  communica- 
tion device,  but  uses  it  mostly  to 
respond  rather  than  to  initiate  convei- 
salions  or  make  7-equests.  K.E.  wanted 
advice  and  suppoii. 

I  also  have  a  child  with  Down  syn- 
drome, but  unlike  your  daughter,  my  six- 
yeiU'-old  son  talks  all  the  time.  I  thouglit 
you  niiglit  find  it  helpful  if  I  tell  you 
some  of  the  things  I  have  done  witli  him. 

My  first  recommendation  is  to  avoid 


the  rush  to  words!  If  we  pressure  a 
child  to  talk  before  she  is  ready,  it  will 
actually  discourage  her.  Your  daughter 
must  first  eryoy  being  with  people,  and 
prefer  this  to  being  alone.  Play  and 
interact  with  her  as  much  as  you  can. 
Stop  what  you  are  doing  frequently, 
just  to  spend  some  time  with  her  It 
doesn't  have  to  be  a  lot  of  time,  just  do 
it  often  when  you  are  both  at  home.  It's 
important  that  children  with  language 
delays  play  and  interact  with  others  as 
often  as  possible,  so  they  don't  become 
"socially  isolated." 

Second,  I  suggest  you  don't  talk  too 
much!  We  parents  are  often  told  to 
"bathe"  our  child  in  language.  But 
sometimes  we  end  up  "drowning"  our 
children  with  words  they  can't  yet  say! 
Instead,  keep  your  language  short  and 
simple.  In  the  beginrting,  use  just  one 
or  two  words  that  she  can  try  to  say 
during  an  interaction.  Then  wait  and 
give  her  a  chance  to  do  or  say  some- 
thing. And  I  mean  somethi  ng — just 
whatever  she  can  do  or  say,  even  if  it  is 
unintelligible  at  first.  This  will  teach 
her  turn-taking. 

Tills  waiting  sounds  very  easy,  but 
it's  not.  Most  adults  have  a  very  difficult 
time  waiting  for  a  response  from  a 
child  who  has  a  language  delay,  but  it  is 
important  that  you  do  this;  otherwise 
your  daughter  may  become  just  a  pas- 
sive observer  of  everyday  Ufe,  like  so 
many  children  with  developmental 
delays.  Help  her  become  a  real  partici- 
pant by  wsuting  for  a  response  each 
time  you  say  or  do  something. 

Third,  follow  her  lead  in  whatever 
she  is  doing,  as  often  as  you  can.  In 
other  words,  don't  become  the  "direc- 
tor" of  each  interaction!  If  she  is  play- 
ing with  her  toys,  quietly  join  in.  Imi- 
tate her  actions  and  sounds,  then  add 
simple  ones  of  your  own.  Play  and  talk 
in  ways  she  is  able  to  imitate,  not  in 
ways  that  are  too  difficult  for  lier  to  try. 

Fourth,  keep  her  interacting.  By  that, 
I  mean  don't  let  her  leave  an  interac- 
tion right  away,  but  try  to  keep  her  with 
you  for  a  few  more  turns  each  day.  It 
really  isn't  that  hard  if  you  am  make 
yourself  more  ftin  and  interesting  than 
whatever  is  distracting  her.  (And  turn 
off  the  tcle\ision  if  she  spends  a  lot  of 
time  watching.  TV  won't  lielp  lier  leani 
to  communicate!) 

t-otithiin-d  uii  iMKjr  Wi 
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THE  ONLY  PRESCRIPTION 
FORMULATION  OF 

LEVOCARNITINE  IS  NOW 
AVAILABLE  FOR 
REIMBURSEMENT 


•  CARNITOR®  (levocamitine)  is  now  available  for  reimbursement  by  Medicaid  in  all  50  states 
and  Medicare  in  many  states. 

•  CARNITOR®  is  the  only  prescription  formulation  of  levocamitine  available  and  "...should  not  be 
confused  with  dietary  and  health  supplement  L-carnitine  products....  Such  supplements  have  not 
undergone  review  by  FDA  for  safety  and  effectiveness."' 

•  "Unless  these  dietary  supplements... have  been  approved.. .recommendations/  requirements  by 
State  Medicaid  agencies  would  be  inappropriate  for  the  treatment  of  systemic  camitine  deficiency."^ 

•  "The  data  from  this  and  previous  studies  indicate  a  lack  of  quality  control  in  the 
manufacturing  process  of  tablets  and  capsules  In  products  sold  as  food  supplements, 
resulting  in  gross  inconsistencies  in  the  properties  of  the  tablets  to  disintegrate  under 
physiological  conditions  within  a  reasonable  time.  Furthermore,  there  is  evidence  that 
many  of  the  products  contain  significantly  less  than  the  stated  amount  of  the  active 
substance,  suggesting  also  a  lack  of  quality  control  in  the  formulation  of  the  product."^ 

•  "Only  the  prescription  form  of  levocamitine  is  indicated  for  the  treatment  of  carnitine 
deficiency.  Over-the-counter  and  health  food  store  products  should  never  be  substituted."* 


CARNnOR 

ILEVOCARNITINEI 


ERIC 


Please  see  full  prescribing  information  on  adjacent  page.  S  S  ^| 


lrcl««269 


The  Only  Prescription  Formulation! 
Available  in  Tablets,  Oral  Solution, 
and  Ampoules  for  Intravenous  Use... 
And  Now  Available  for  RelmburaementI 


sigma-tau  Pharmaceuticals,  Inc. 

Gattwnaxjg  MO 

A  ImkIm-  In  metabolic  rasMireh 


cjuamoR 

(LEVOCARNITINEj 

The  Only  Prescription  Formulation!  Available  in  Tablets, 
Oral  Solution,  and  Ampoules  for  Intravenous  Use... 
And  Now  Available  for  Reimbursement! 


RaferancM:  1.  Data  on  file.  Sigma-1cUi  Phaimaceuticals,  Inc.  Written  communication  from  the  Food  and  Drug  Administration.  2.  Data  on  file.  Sigma-'^u  Pharmaceuticals,  Inc.  Written 
Communicalion  from  the  Department  o<  Health  and  Human  Services.  3.  American  Medical  Assodalion.  Therapy  for  inbom  errors  of  metabolism.  Drug  Evaluations.  Spring  1992: 
8;l-8;5. 4.  Millington  DS,  DubayG.  Dietary  supplernent  L-camitine;  ana^sis  of  different  brarKls  to  detenmine  bioavailability  Clin  Reseanoh  S  Reg  Affairs.  1993;10(2):71-80. 


CAnNnOR*  tLEVOCMWmNE)  IkbM*  •rid  Oral  Solution 
For  oral  UM  only,  Not  for  parantaral  um. 

CARNITOR*  (Levocarnitine)  Tablets  (330  mg) 
CARNITOR*  (Levocarnitine)  Oral  Solution 
(1  g  per  10  mL  multidose) 

CARNITOfl'  (Levocarnitine) 

Before  prescdtHng,  please  consult  complete  product 

information,  a  summary  of  which  follows: 

INDICATIONS  AND  USAQE: 

CARNITOR*  (Levocarnitine)  Tablets  and  Oral  Solution  are 
indicated  in  the  treatment  of  primary  systemic  carnitine 
deficiency. 

Tablets  and  Oral  Solution  are  also  indicated  for  the  acute  and 
chronic  treatment  of  patients  with  an  intiorn  error  of 
metatx}lism  which  results  in  a  secondary  carnitine  deficiency 

CONTRAINDICATIONS  None  known. 

WARNIHQS  None. 

PRECAUTIONS 

Qenaral  CARNITOR*  Oral  Solution  is  for  oral/internal  use 
only  Not  (or  parenteral  use.  Gastrointestinal  reactions 
may  result  from  too  rapid  consumption.  CARNITOR*  Oral 
Solution  may  be  consumed  alone,  or  dissolved  in  drinks  or 
other  liquid  foods  to  reduce  taste  fatigue.  It  should  be 
consumed  slowly  and  doses  should  be  spaced  evenly 
throughout  the  day  (every  3-4  hours,  preferably  during  or 
following  meals)  to  maximize  tolerance. 
Carclnoganasls,  Mutagenaala,  Impairment  of  Fertility 
Mutagenicity  tests  have  been  performed  in  Salmonella 
typhimurlum,  Sacc/iaromyces  cerews/ae,  and 
rc/ii^osacc/iaromyces  pombe  that  do  not  Indicate  that 
CARNITOR*  is  mutagenic.  Long-term  animal  studies  have 
not  been  conducted  to  evaluate  the  carcinogenicity  of  the 
compound. 
Pregnancy 
Pregnancy  Category  B 

Reproductive  studies  have  t>een  performed  in  rats  and 
rabbits  at  doses  up  to  3.8  times  the  human  dose  on  the 
basis  of  surface  area  and  have  revealed  no  evidence  of 
impaired  feriility  or  harm  to  the  fetus  due  to  CARNITOR*. 
There  are,  however,  no  adequate  h.->d  well-controlled 
studies  in  pregnant  women.  Because  animal  reproduction 
studies  are  not  always  predictive  of  h.jman  response,  this 
drug  should  be  used  during  pregnancy  only  if  clearly 
needed. 

Nursing  mother*  It  is  not  known  whether  this  drug  is 
excreted  in  human  milk.  Because  many  drugs  are  excreted 
in  human  milk,  a  decision  should  be  made  whether  to 
discontinue  nursing  or  whether  to  discontinue  the  drug, 
taking  into  account  the  importance  of  the  drug  to  the 
mother. 

Matabolltm  and  excretion 

Rafaranca:  Recouce  CJ,  et  al:  Carnitine  metabolism  and 
deficiency  syndromes.  Mayo  Clin  Proc  58:533-540,  1983. 

Pediatric  use  See  Doaaga  and  Administration. 

ADVERSE  REACTIONS  Various  mild  gastrointestinal 
complaints  have  been  reported  during  the  long-term 
administration  of  oral  L-  or  D,  L-carnitine;  these  include 


transient  nausea  and  vomiting,  atxlominal  cramps,  and 
diarrhea.  Mild  myasthenia  has  t>een  descritwd  only  in 
uremic  patients  receiving  D,  L-carnitine.  Gastrointestinal 
adverse  reactions  with  CARNITOR*  (Levocarnitine)  Oral 
Solution  dissolved  in  liquids  might  be  avoided  t>y  a  slow 
consumption  of  the  solution  or  by  greater /dilution. 
Decreasing  the  dosage  often  diminishes  or  eliminates 
drug-related  patient  body  odor  or  gastrointestinal 
symptoms  when  present.  Tolerance  should  be  monitored 
very  closely  during  the  first  week  of  administration,  and 
after  any  dosage  increases. 

OVERDOSAQE  There  have  been  no  reports  of  toxicity 
from  carnKlne  overdosage.  The  oral  LD50  of  levocarnitine 
in  mice  is  19.2  g/kg.  Carnitine  may  cause  diarrhea. 
Overdosage  should  be  treated  with  supportive  care. 
DOSAQE  AND  ADMINISTRATION 
CARNnOR*  Tablets:  Recommended  adult  dosage  is 
990  mg  two  or  three  times  a  day  using  the  330  mg  tablets, 
depending  on  clinical  response.  Oral  Solution:  the 
recommended  dosage  of  levocarnitine  Is  1  to  3  g/day  for  a 
50  kg  subject  which  is  equivalent  to  1 0  to  30  mL/day  of 
CARNnOn* (Levocarnitine)  Oral  Solution. 
Recommended  dosage  for  infants  and  children  is  50-100 
rT>g/kg/day  in  divided  doses,  with  a  maximum  of  3  g/day 
Dosage  should  start  at  50  mg/kg/day  and  be  Increased 
slowly  to  a  maximum  of  3  g/day  (30  mL/day)  while  a 
tolerance  and  therapeutic  response.  MonKoring  should 
include  periodic  blood  chemistries,  vital  signs,  plasma 
carnitine  concentrations,  and  overall  clinical  condition. 
HOW  SUPPLIED  CARNITOR*  Tablets  are  supplied  as 
330  mg,  individually  foil-wrapped  tablets  in  boxes  of  90. 
Store  at  room  temperature  (25*C/77*F).  CARNITOR*Oral 
Solution  is  supplied  in  1 18  ml  (4  fl  oz)  multiple-unit  plastk: 
containers  packaged  24  per  case.  Store  at  room 
temperature  (25*C/77-F). 


CARNm>ft*  (LEVOCARNITME)  ln]«:th>n 
For  Intrawanoua  U*«  Only 

CARNITOR*  (Levocarnitine)  Injection  1  9  per  5  mL 

CARNnOR*(Levocarnitine) 

Before  prescribing,  please  consult  complete  product 

information,  a  summary  of  which  follows: 

INDICATIONS  AND  USAQE: 

For  the  acute  and  chronic  treatment  of  patients  with  an 
inborn  error  of  metat>olism  that  results  in  secondary 
carnitine  deficiency. 
CONTRAINDICATIONS  None  known. 
WARNINGS  None. 
PRECAUTIONS 

Carclnoganaala,  Mutagenesis,  Impairment  of  Fertility 

Mutagenicity  tests  performed  in  Salmonella  typhimurlum. 
Sacc/iaromyces  cerevisiae.  and  Schizosacc/iaromyces 
pombe  indicate  that  levocarnitine  Is  not  mutagenic.  No 
long-term  animal  studies  have  been  performed  to  evaluate 
the  carcinogenic  potential  of  levocarnitine. 

Pragnkncy 

Pregnancy  Category  B 

Reproductive  studies  have  been  performed  in  rats  and 


rabbits  at  doses  up  to  3.8  times  the  human  dose  on  the 
basis  of  surface  area  and  have  revealed  no  evidence  of 
impaired  fertility  or  harm  to  the  fetus  due  to  CARNPTOR*. 
There  are,  however,  no  adequate  and  well-controlled 
studies  in  pregnant  women.  Because  animal  reproduction 
studies  are  not  always  predictive  of  human  response,  this 
drug  should  te  used  during  pregnancy  only  if  clearly 
needed. 

Nursing  mothara  It  is  not  known  whether  this  drug  is 
excreted  in  human  milk.  Because  many  drugs  are  excreted 
in  human  milk,  a  decision  should  be  made  whether  to 
discontinue  nursing  or  to  discontinue  the  drug,  taking  into 
account  the  importance  of  the  drug  to  the  mother. 
Matabollam  i.nd  excretion 
Reference:  Rebouche  CJ,  et  al:  Carnitine  metat>olism 
and  deficiency  syndromes.  Mayo  Clin  Proc  58:533-540, 
1983. 

Pediatric  us*  See  Doaaga  and  Administration. 
ADVERSE  REACTIONS  Transient  nausea  and  vomiting 
have  been  otjserved.  Less  frequent  adverse  reactions  are 
body  odor,  nausea,  and  gastritis.  An  incidence  for  these 
reactions  is  difficult  to  estimate  due  to  the  confounding 
effects  of  the  underlying  pathology 

OVERDOSAQE  There  hav,  been  no  reports  of  toxteity 
from  levocarnitine  overdoSi:ge.  The  oral  LD50  of 
levocarnitine  in  mice  is  I9.f  g/kg.  Large  doses  of 
levocarnitine  may  causa  diarrhea. 
DOSAQE  AND  ADMINISTRATION 
CARNITOR*  Injectkm  is  administered  intravenously 
The  recommended  dose  is  50  mg/kg  given  as  a  slow 
2-3  minute  bolus  injection  or  by  infusion.  Often  a  k>ading 
dose  Is  given  In  patients  with  severe  metabolic  crisis 
followed  t)y  an  equivalent  dose  over  the  following 
24  hours.  It  should  be  administered  q3h  or  q4h,  and  never 
less  than  q6h  either  l)y  infusion  or  by  Intravenous  injection. 
All  subsequent  daily  doses  are  recommended  to  be  in  the 
range  of  50  mg/kg  or  as  therapy  may  require.  The  highest 
dose  administered  has  t^en  300  mg/kg. 
It  IS  recommended  that  a  plasma  carnitine  level  be 
obtained  prior  to  beginning  this  parenteral  therapy.  Weekly 
and  monthly  monitoring  is  recommended  as  well.  This 
monitoring  should  include  blood  chemistries,  vital  signs, 
plasma  carnitine  concentrations  (the  plasma  tree  carnitine 
level  should  be  between  35  and  60  micromoles/liter),  and 
overall  clinical  condition. 

Parenteral  drug  products  should  be  inspected  visually  for 
particulate  matter  and  discoloration  prior  to  administration, 
whenever  solution  and  container  permit. 
HOW  SUPPLIED  CARNITOR*  (Levocarnitine)  Injection, 
1  gram  per  5  mL,  is  available  in  5  mL  single  dose  ampoules 
packaged  5  ampoules  per  carton. 

Store  ampoules  at  room  temperature  (25*C/77*F)  in  carton 
until  their  use  to  protect  from  light.  Discard  unused  portion 
of  an  opened  ampoule,  as  they  contain  no  preservative. 
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Conliiiiml  from  ixige  12 

And  one  last,  very  important  thing — 
don't  ask  too  many  questions.  Ques- 
tions can  put  children  witli  language 
delays  "on  the  spot"  because  they  have 
a  difficult  time  answering.  Don't  use 
I   questions  as  a  way  to  start  an  interac- 
I   tion  or  conversation.  Instead,  Xiy  mak- 
!   ing  a  comment  on  something  you  see 
j   or  something  your  child  is  doing,  then 
I   give  her  a  chance  to  respond. 
I      I'm  sure  if  you  try  some  of  these 
i   ideas,  you  will  see  more  commimica- 
;   tion  from  your  child! 
1  B.M.,  Ohio 


Identical  IWins 
Who  Are  DifiFerent 

D.C.  (October  1994)  is  the  mother  of 
10-rnonth-old  identical  twin  boys.  Due 
to  a  complication  ofpregimncy  called 
twin-to-tioin  transfusion,  blood 
intended  for  one  twin  (the  donor)  was 
diverted  to  the  ot}ier(tlie  recipient). 
Tliey  were  bom  seven  weeks  pretna- 
tv>-ely.  One  ticin  ( tfie  donor)  has  been 
diagnosed  with  spastic  quadriplegic 
cerebtnl  palsy  and  a  itision  impair- 
ment. The  otiier  twin  is  developing 
ywrmally.  D.C.  wanted  suggestions  for 
coping  with  the pwblems  that  arise 
fvtn  having  two  children  with  the 
same  chrmological  age  but  dijfei-ent 
dei^elopmcntai  ages. 

My  sons,  Levi  and  Luke,  are  four- 
year-old  fraternal  twins.  They  were 
bom  seven  weeks  prematurely.  Luke, 
the  second-bom,  was  breech  and  had 
more  difficulties  than  his  twin. 

When  the  boys  were  1 1  months  old, 
both  were  diagnossd  with  cerebral 
palsy — Levi,  "mild,"  and  Luke,  "sev  e." 
Now,  however,  Ijexi  shows  no  signs  of 
cerebral  palsy,  while  Luke  is  moder- 
ately affected. 

I  believe  Levi  has  been  a  continual 
motivator  for  Luke  to  do  as  much  as  he 
can.  Wc  have  made  a  special  effort  to 
include  Luke  in  everything,  no  matter 
how  difficult.  I've  tried  to  keep  the 
boys  together  as  much  as  possible. 

It  was  very  difficult  for  us  when  Le\i 
was  achieving  various  developmental 
milr-stones  and  Luke  was  not.  At  this 
point,  Luke  crawls  and  walks  with  a 
walker.  Both  boys  have  started  asking 
"why"  questions. 

I  belonged  to  a  Mother  of  Tw  ins  Club 
and  found  it  to  be  useless.  I  was  the 
only  mom  with  differently-developing 
twins.  A  group  called  Mothers  I'nitod 


for  Moral  Support  (MUMS,  c/o  Julie 
Gordon,  150  Custer  Ct.,  Green  Bay  WI 
54301)  may  be  able  to  help  you  find 
other  mothers  of  differently-developing 
identical  twins.  I  have  found  this  group 
to  be  a  great  resource. 

L.A.,  Minnesota 

EniWR's  NoTR:  MUMS  makes  an  effort 
to  match  membe)s  who  ate  dealing 
with  similar  situations  and  disabili- 
ties. Tlie  organization's  most  recent 
parent-to-parent  list  ofdisoidets 
includes  11  families  of  twins  in 
which  one  twin  has  cerebral  palsy. 

l2  I  had  been  meaning  to  vmte  my  own 
Search  letter.  Then,  I  saw  yours, 
stopped  everything  and  got  out  paper 
and  pen. 

We  are  also  very  proud  parents  of 
identical  twin  boys.  Like  you,  I  had 
complications  with  my  pregnancy.  Five 
months  into  the  pregnancy,  an  ultra- 
sound revealed  twins,  but  doctors  were 
concerned  that  "twin  B"  was  much 
smaller.  After  a  month,  his  growth  had 
fallen  further  behind.  At  the  very  end  of 
my  sixth  month,  I  went  into  the  hospi- 
tal for  a  "routine"  ultrasound  and  was 
admitted  15  minutes  later  for  toxemia 
The  next  day — 10  weeks  before  my 
due  date — our  boys  were  delivered  by 
emergency  cesarean  section. 

The  boys  are  now  27  months  old. 
Like  your  "donor,"  "twin  A"  has  cere- 
bral palsy  and  a  cortical  visual  impair- 
ment. His  brother,  "twin  B,"  was  in  the 
hospital  for  14  months  and  is  now  at 
home.  He  is  fed  through  a  g-tube  and  is 
on  a  ventilator  with  22-hour-a-day  nurs- 
ing care.  Mentally,  they  are  both  pretty 
sharp.  "Twin  As"  physical  condition 
keeps  him  from  doing  what  his  mind  is 
capable  of  "Twin  B"  has  about  a  30- 
word  vocabulary  in  sign  language  and 
is  starting  to  crawl,  however  his  vent 
and  his  many  tubes  limit  him. 

I  am  17  months  ahead  of  you.  I  wish 
I  could  tell  you  differently,  but  it  really 
doesn't  get  much  better.  I  joined  the 
Mothers  of  Twins  club  even  before  the 
boys  were  boni.  Their  support  has 
been  great,  however,  they  all  have  "nor- 
mal" lives  and  "normal"  children  so 
there  is  a  lot  we  don 't  have  in  common. 

Believe  me,  I  know  how  you  feel.  It's 
very  lonely  not  fitting  in  aiij-where.  I 

;  just  get  up  every  day  and  do  the  best  I 

1   Oim  to  make  my  kids  the  best  they  can 

.  be — ;just  like  any  other  mom. 

I  .J.F.,  Washington 


Nowhehasapkce 

for  everything 
like  everyone  eke. 

\^  hen  he's  at  school  with  every  one  else, 
the  last  thin;;  he  nwds  to  worn-  alwut  is 
where  to  write  and  put  his  hooks.  With 
the  XnDKSC"'  FlipTop  Storajje  Desk,  he 
has  his  own  iK)rtal)le  desk  and  a  plare  to 
put  things  t(M)! 

Its  unifjue  hall-joint  movements  and 
sturdy  siii)i)orts  put  M^DESC  ui  a  class  of 
its  own.  It  tilts  for  ivading.  writing  or 
conipuling.  then  g(M's  flat  for  lunch  time 
and  breaks.  A  secret  storage  compartment 
hides  papers,  hooks.  [H-nrils  (and  maj  be  a 
few  comic  books).  And  when  it's  tinie  for 
transfers,  the  entire  desktop  swings  down 
to  the  side  and  out  of  the  way. 

it's  simply  designe<l  for  flexiljility 
and  gi'owlh.  so  he  can  use  his  M\T)ESC 
for  years  to  come! 

For  more  infonnaticm  on  the  entire 
MYDESC  line,  contact  your  l(K'al  rehab 
dealer  and  ask  to  sc«'  the  \n  DESC 
demonstration  video.  Or  call  us  directly 
for  a  free  brochure. 

1-800-4-MYDESC 
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Familiar  Faces 


The  parents  of  two-year-  \ 
old  Jordan  Arkontaky  j 
caU  her  their  "trundle  of  i 
joy."  Jordan,  who  lives  ! 
in  Hawthorne,  New  York, 

where  winter  outings  

require  serums  bundling  up,  has  muUifle  disabilities  indud- 
ing  low  muscle  tone  and  cortical  blindness.  She  enjoys  listen- 
ing to  missic  and  being  tickled  by  big  sister  Justine. 


Thirteen-year-old  Gina 
Gargitdo  of  Largo,  Florida  cel- 
ebrates f^-grade  gradvation 
and  her  selection  as  Student  of 
the  Year  with  her  pals  at  Wals- 
ingham  Elementary  School 
Gina,  who  has  arthogryposis 
multiplex  congenita,  is  sur- 
rounded by  Jonathan  Pickett, 
CtuniUe  Gentry  (teacher's 
aide)  and  Harold  Keaton, 
Now,  it's  on  to  middle  school 
for  this  group  of  friends! 


Megan  Jane  CarroU,  11,  enjoys  nothing  more  than 
"borrowing"  mom  Judy's  makeup,  jewelry  and  dothes.  On 
one  such  occasion,  Megan's  "best  buddy"  and  former 
teacher.  Barbie  Nelson,  used  Judy's  camera  to  snap  a  pic- 
ture. Mom  was  pretty  surprised  when  she  picked  up  the 
photos  from  thai,  roll  of  film!  Tire  hat,  incidentally,  is 
Megan's  own  creation — made  of  painted  neivspaper, 
sunflowers  and  lace.  Megan  has  Rett  syndrome  and  lives 
in  Dothan,  Alabama. 


Brothers  Billy  and  Christopher  Stoddard,  ages  two  and 
three,  enjoyed  a  visit  to  the  S\in  Diego  Zoo  with  their  father 
Jack.  The  boys  didn't  get  to  pet  any  lions  or  tigers  as  they 
had  hoped,  but  they  still  had  fun  wearing  their  parents  out 
The  Stoddards,  who  live  in  Las  Vegas,  Nevada,  were  in  San 
Diego  for  an  appointment  at  a  clinic  specializing  in  meta- 
bolic disorders.  Billy  and  Christopher  have  been  tentativdy 
diagnosed  with  Leigh  disease. 


Despite  being  a  bit  young  for  a  license, 
three-and-OrhaJf-year-old  Matthew  Scott 
Newqudst  loves  to  "drive"  just  about  any- 
thing— like  Uiis  tractor  at  a  friend's  house 
His  imaginatiof,  and  ittfectious  laugh  haiie 
earned  him  the  nickname  "Charmer." 
Mattheiv,  ivho  lives  in  Big  Creek,  California 
iviUi  parents  Mark  and  Lisa,  has  cerebral 
palsy. 
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WtouM  yw  Ww  to  than  a  fawitti  canM  «M|Mkot  w  tMa  of  your  i^^^ 
and/or  family  with  ottier  readers  of  Exceptional  flwen(?Send  it  to:  Readers'  Ptwtos, 
Exceptional  Parent,  209  Harvard  Street,  Suite  303,  BrooWine,  MA  02146,  (Sony,  pto- 
tos  carmot  be  returned.)  On  a  separate  sheet  of  paper,  write  your  chSd's  fun  name,  age 
at  the  time  photo  was  taken,  address  and  daytime  phone  number,  and  Identify  everyone 
in  the  photo.  If  you  like,  you  can  also  write  a  few  sentences  about  your  child.  Then  look 
for  a  famUiar  face  In  an  upcoming  Issuel 
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jljQ^  Back  and  forth,  in 
and  out  of  conven- 
tional hospitals  and  treatment 
programs.  Because  complex 
behavioral  issues  frust^'ate 
treatment  of  a  young  child's 
neurolo^cal  deficits.  Our 
unique  medical  and  behavioral 
approach  can  break  the  cycle 
of  multiple  failures. 


CUMBERLAND 

Hospital  fm  ChUdren  ai}d  Adolescents  •  9407  Cumberland  Road  •  New  Kent,  Virfijinia  23124  -  l'80Q'}68'3472 
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FATHERS'  VOICES 


A  Few  Miles  on  the  Or  Rocker 


by  Edward  Sample 


Admittedly  fearful  of  speaking  in  public,  Edward  Sample  of  Janesville,  Wisconsin  chose 
to  vocalize  his  thoughts  as  his  wife,  Roberta,  lorote  tliem  down. 


Most  of  you  have  met  someone  like  me.  I  was  the  boy  in 
your  class  at  school  who  you  thoughf  never  knew  the 
answer 

When  the  teacher  called  on  me,  I  cleared  my  throat  and 

squirmed,  but  never  could  answer. 
Until  the  third  grade,  I  knew  the  answers,  and  until  the 

third  grade,  my  teachers 

called  on  me. 
But  in  third  grade,  a  label 

appeared  on  the  bottom 

of  my  school  record. 
After  that  the  teacher  stopped 

calling  on  me. 
She  stopped  dropping  by  my 

desk  to  show  me  how  to 

do  things. 
I  could  still  answer  the  ques- 
tions, but  I  couldn't  do 

most  of  my  homework.  I 

couldn't  read. 
I  never  understood  what  hap- 
pened in  the  third  grade. 

For  a  long  time,  I  thought 

the  teacher  just  didn't  like 

me. 

Then  I  saw  my  school  record.  I 
read  the  label — I  knew 
why  she  stopped  working 
with  me. 

I  didn't  finish  high  school,  but  I  did  learn  to  read. 

I  taught  myself  with  the  help  of  a  doctor  that  I  worked  for 

while  I  was  in  the  Army. 
Now,  I  can  read,  but  I  still  have  trouble  reading  out  loud. 
I  still  stumble  over  words,  so  i  write  my  words  down. 
Even  if  I  cannot  speak,  you  will  have  my  thoughts 

because  Roberta  said,  "Just  share  what  it  is  like  for 

you.  Tell  them  what  it  is  like  to  be  Dad  when  your 

children  have  some  special  needs." 

I  can't  really  tell  you  anything  about  what  medical  people 

call  "special"  about  my  children. 
The  children  have  "cerebral  palsy." 
I  don't  know  what  that  means  in  medical  tcmns. 
But  I  do  know  what  that  means  to  Dad. 


Edward  and  Roberta  Sample  celebrated  their  25th 
anniversary  in  Auj  ust  at  the  Free  Methodist  Church  in 
their  Jiometmon  of  JanesviUe,  Wisconsiii.  Helping  to 
mark  the  silver  anniversary  were  their  chiklren,  {fivm 
left  to  right]  "Little  Ed"  and  tivins,  Robbie  and  Sarah. 


It  means  that  some  people  see  me  and  my  family  with  a 
label. 

It  means  that  some  people  only  see  v.  hat  is  "wrong"  with 
my  children. 

It  means  that  some  people  only  get  excited  if  they  think 
they  can  "fix"  what  is  wrong. 

It  means  that  some  people 
want  to  know  why  the 
children  are  broken, 
who  broke  them  and 
how  to  get  me  to  do 
something  called 
"accept." 
It  means  that  some  people 
get  the  words  "accept" 
and  "give  up"  confused. 
It  means  that  things  really 
haven't  changed  very 
much  since  I  was  in 
third  grade.  And  it 
means  that  some  people 
make  me  mad  as  hell! 

Kyou  look  at  us  this  way  yoii 
are  going  to  miss  my 
real  family. 
You'll  never  hear  the  children 
laugh. 

You'U  never  see  us  go  to  the  park  to  fly  our  kites. 
You'll  miss  seeing  my  wife  trying  to  mount  a  horse — from 
the  wrong  side. 

Being  Dad  is  pretty  much  the  same  for  me  as  it  is  for  any 

other  Dad  I  know. 
I  love  my  children. 
I  want  the  best  for  them. 

They  make  me  laugh,  and  sometimes  tht>y  make  my  cry. 
"Disability"  is  not  what  we  are  or  who  we  are. 
Disabilities  for  us  are  just  like...  ha\ang  blue  eyes,  browi 
hair  or  freckles. 

One  advantage  of  being  Dad  is  nobody  expects  to  see 
much  of  you. 

I  remember  the  first  time  my  wife  uj.d  I  took  Kdwimi  to  a 
place  that  examines  slow  babies. 
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Tliey  schedule  appointments  9  a.m.  to  ^  'i.m.,  Monday 

through  Friday.  I  took  the  day  off  iiom  work. 
1  drove. 

1  pai  ked  the  c  ar. 

1  carried  the  diaper  bag. 

I  went  and  got  the  parking  sticker. 

I  walked  back  to  the  car  and  put  the  sticker  in  the  window. 

I  gave  tlie  insunuice  infonnation. 

I  signed  the  forms,  and  then  I  went  to  look  for  my  family. 

By  the  lime  I  found  them,  the  examination  was  over. 
All  of  the  people  who  had  examined  my  son  came  into  the 

room  to  tell  what  they  had  found. 
They  asked  my  wife  the  questions,  even  though  I  was  the 

one  who  had  taken  "maternity  leave." 
Since  1  was  the  one  who  had  been  feeding  him,  I  told 

them  it  txjok  45  minutes  to  give  him  two  ounces. 
I  told  them  that  he  choked  a  lot  on  his  milk. 
The  one  lady  said,  "We  found  nothing  wrong." 
Tlie  doctor  said,  "Have  your  wife  show  you  how  to  hold 

him." 

Several  days  later  someone  called  for  more  information. . . 
Tliey  asked  to  speak  to  niy  wife. 

Most  dads  I  know  are  in  pretty  much  the  same  boat. 
What  is  different  for  me  is  that  special  needs  do  not  go 
away. 

There  are  more  and  more  appointments. 
More  and  more  strangers  digging  in  your  life. 
More  and  more  labels  for  your  child  and  your  family. 
Then  one  day  the  boss 

says,  "Listen  fella, 

I'm  sony  for  your 

problems,  but 
I  can't  keep  giving  you 

days  off 
Even  when  the  boss  is 

imderstanding,  bill 

collectors  are  not. 
So  one  day — I  don't 

remenibt^r  when — 
I  sto[)ped  going  to 

ap|K>intments. 
I  didn't  understand 

much  of  what  was 

said. 

Most  of  the  words — like 

"fine  motor"  and 

"gross  motor" — 

were  foreign  to  me. 
N(tw  I  know  this  was  tlie  beginning  of  our  family's  long, 

slow  process  of  drifting  apart. 
()n(>  day  I  realized  that  mother  and  children  were  living 

one  life,  and  I  was  living  tmother. 
(irown-up  men  are  not  supposed  to  say  how  afraid  they 

are. 

So  1  watched  my  wife  grow  more  drilant, 
more  iiTitahh\ 
more  tired. 


Ttie  Sample  chUdi-en  enjoi'  a  crisp  autumn  day  in  1986. 
/Fmm  left  to  right  I  Fivo-year-okl  Ed  and  18-mxmth-old 
tivhus  Samh  and  Robbie. 
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I  never  told  her  how  lonely  I  was. 

I  never  told  her  how  worried  about  the  bills  I  was,  but  I 
nagged  about  the  wash  being  stacked  up,  the  house 
being  messy  and  her  never  having  time  for  nie. 

I  nagged  until  she  cried. 

ITienlleft... 

I  am  ashamed  of  having  loft  my  family. 

Every  time  I  left  them,  I  knew  it  wouldn't  help. 

All  the  time  I  was  gone,  I  loved  them  and  supported  them 

and  knew  I  would  come  back. 
But  still  I  left — until  tlie  last  time. 
As  I  was  putting  my  things  in  the  car,  I  overheard  my 

eight-year-old  screaming. 
"Please  God,  my  Dad,  him's  leaving  cause  my  brain's 

broke." 
I  held  him  in  my  arms. 
We  both  cried. 
Mom  and  Sarah  joined  us. 
We  were  all  wrapped  up  in  our  sadness. 
Then  Robbie  asked,  "Did  our  dog  die?" 
Tliere's  laughter  in  our  family,  too — lots  of  it. 

For  too  long  I  sat  quietly  in  the  third  grade. 

My  thoughts  and  feelings  trapped  inside  me. 

My  son's  fear,  my  family's  tears  helped  change  that. 

This  family  is  the  best  thing  in  my  life. 

Each  of  us  is  of  equal  worth  and  importance. 

Each  of  us  will  share  in  the  other's  life. 

Because  we  want  to  and  we  need  to. 

I  keep  reading  that  there  are  very 
few  fathers  involved  in  their 
children's  programs. 
Everybody  seems  to  think  this  is 

some  great  new  event. 
That  dads  are  somehow  not  inter- 
ested in  their  children. 
I  cannot  speak  for  all  dads,  but  if  I 

had  the  chance... 
I  would  ask  the  dads  who  are  doing 
some  of  that  research  to  take  a 
look  at  their  own  lives. 
How  many  of  them  visit  the  doctor 

witli  tlieir  chiklren? 
How  many  of  them  could  take  four 

days  a  month  off  from  work? 
How  many  of  them  can  visit  their 
child's  program  each  day? 
Does  not  biding  there,  not  knowing,  have  anything  to  do 
with  the  kind  of  dad  they  are? 

No. 

And  it  doesn't  for  me  either! 

I  hope  that  someday  tlie  people  who  are  looking  for  us 
dads  will  remember  where  many  of  us  have  to  be. 

If  you  want  to  see  us,  you  only  need  to  nuike  it  possible 
for  us  to  be  a  part  of  our  family,  without  letting  our 
family  down. 
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Exceptional  Programs 
For 

Exceptional  Children. 


St.  Coletta  Schools 
/-/  we  believe  life  is  what 
1/  happens  today.  Our 
goal  is  to  provide  the  best 
possible  life  experience  for 
your  exceptional  child. 
Students  here  are  not  only 
preparing  for  tomorrow, 
they  are  living  quality  lives 
everyday.  Founded  in  1947, 
St  Coletta  Schools  offer  a 
wide  range  of  programs  for 
children  with  mild  to  severe 
developmental  disabUUies. 
Twdve-month  residential  and 
day  programs  for  ages  6-22. 


•  Extensive  Vocational  TYaining 
•Factional  Academics 

•  Community  Skills  Training 

•  Daily  Living  &  Social  Skills 

•  Adapted  Phys.  Ed.  &  Recreation 
Activity  Program 

•  Special  Olympics 

•  Behavior  Management 

•  Physical  &  Occupational  Therapy 
•Speech  Therapy 

•  Music,  Art  &  Computers 
•Prader-Mli  Program 


St.Coletta*s 


OF  MASSACHUSCTTS 

John  W.  Shyne,  Jr.,  President 


Cardinal  Custuog  SdiMrf  &  liraining  Cmte^ 

400  Washington  Street,  Hanover,  MA  02339 

Brahitree  St  Qrietta  Dity  School 

85  Washington  Street,  Biaintree,  MA  02184 

Contact:  UraieGoyuk 
Tei:  (6ig  82M371 
Fax:(617)  826^74 

Sponsored  by 
Hie  SLsleis  of  SL  Francis  of  A.«isi  of  Mihwultee.  \V1 
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Did  I  Hear  You  Say  Help? 


Nation:!  Christian 
Resource  Canter  on 
Mental  Retardation 

atervioeol: 

Betliesda 

LUTHEBAN  HOMES 
ANO  SERVICES.  INC. 

700  Hoffman  Dr. 
Watertown,  Wl  53094 

A.L.  Napolltano 
Executive  Director 

Call  1.800-369-INFO 


□  Are  you  looking  for 
appropriate  services 
for  yourself,  your  family 
member  or  client? 

□  Would  you  like  to 
obtain  information  on 
religious  services  and 
materials  offered  by 
specific  faith  groups 
and  Bethesda? 


Then  call  our  toil-free  hotline  1-800-369-INFO. 
We  offer: 

•  Lists  of  servk:es  in  specified  geographic  areas. 

•  Referrals  to  advocacy  and  support  groups. 

•  Referrals  to  religious  education  programs. 

•  Lists  of  religious  materials. 

Bethesda  offers  workshops  and  resources  to  help 
you  build  parish  ministries  which  fully  include 
persons  with  disabilities  and  their  families.  For 
more  Information  call  1-800-369-INFO. 


i 


You  need  to  find  us  soon. 

If  you  wait  too  long,  the  reason  you  need  to  find  us  may 

have  already  separated  us  from  our  family. 
You  can  find  me, 
early  mornings, 
evenings, 

weekends  and  holidays. 

I  have  10  sink  days  a  year  and  two  weeks  of  vacation. 
Nothing — absolutely  nothing — is  more  important  than  my 
family. 

But  in  addition  to  their  "special  needs,"  they  need  a  place 

to  live,  food,  clothing,  transportation. 
Sometimes  I  even  waste  a  few  dollars  on  things  they 

want. 

I  like  being  Dad.  I  need  to  be  part  of  my  family. 
I  used  to  accept  being  the  "missing  father" 
Not  anymore. 

I  may  not  know  all  those  fancy  words  on  those  evaluations. 
But  I've  put  a  few  miles  on  the  ol'  rocker  with  all  three 
children. 

I  am  part  of  what  keeps  my  family  healthy. 
We  depend  on  each  other 

So,  the  nejcf,  time  the  phone  rings  at  my  house  and  it  is  some- 
one needing  information  about  one  of  my  children, 
I  hope  they  won't  ask  for  my  wife. 
But  if  tliey  do, 

I  want  to  be  strong  enough  to  tell  them. . . 
"ThLs  is  their  Dad.  I  can  help  you." 

Edioard  Sample,  53,  retired  three  years  ago  after  30 
yeai's  witti  General  Motors  Corp.  He  now  works  full-time 
doing  maintenance  for  the  Fi.rst  Luthetxin  Chmvh  in 
Janesville,  Wisconsin.  Edward  lives  in  Janesmlle  witii 
his  ivife,  Roberta,  and  their  children,  Edward  Jr.,  13, 
and  nine-year-old  twins  Sarah  and  RobeH.  All  three 
children  have  cerebral  palsy.  This  piece  was  first  pub- 
lislied  in  Uie  National  Fathers' Network's  Newsletter, 
Summer,  1992. 


Fathers'  Voices  is  a  regular  feature  of  Exceptional 
Paresy  magazine.  This  column,  coordinated  by  James 
May,  Project  Director  of  the  National  Fatiier's  Nettvork, 
focuses  on  fathers'  experiences  rearing  children  with 
special  needs.  Your  contributions  to  this  column  are 
encouraged. 

For  more  information  about  the  National  Fathers' 
Network  (NFN)  or  to  receive  iheir  newsletter,  unite  or 
call:  National  Fathers'  Network,  The  Hindering  Center, 
16120  NE.  Eighth  Street,  BeUemie  WA  98008,  (206) 
747-4004  or  (206)  747-1069  (fax).  Funded  by  a  Mater- 
nal and  Child  Health  Bureau  grant,  the  NFN  provides 
networking  opportunities  for  fathers  regarding  their 
common  concerns;  develops  father  support  and  mentor- 
ing programs;  and  creates  curriculum  as  a  means  of 
promoting  fathers  as  significant,  nurturing  people  in 
ttieir  children's  and  families'  lives. 
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in  your 
child's  future  now  so 
you  can  pay  for  it  later. 


The  CollegeBuilder^  Program  Free  from  Merrill  Lynch. 


$198,000*  That's  what  a  four 
year  private  college  education 
could  cost  sixteen  years 
from  now.  So  if  your  child 
is  likely  to  be  a  member  of 
the  class  of  2006,  it's  not 
too  early  to  start  saving. 

To  help  you,  Merrill 
Lynch  has  created  the 

ColIegeBuilder*  Program,  a  uniquely  personalized 
analysis  based  on  what  you  want  for  your  child 
tomorrow  and  what  you  can  afford  to  put  away  today. 
Your  Merrill  Lynch  Financial  Consultant  can  help  you 
map  out  strategies  to  help  meet  your  family's  goals. 
And,  through  tax-  favored  investing,  you  may  be  able  to 
minimize  the  tax  bite  on  your  child's  college  savings. 

It's  ail  explained  in  the  CoUegeBuilder* 
Program  Brochure. 


To  receive  your 
free  copy,  simply  call  the 
number  below.  Or  just  mail 
the  coupon. 

Do  it  today.  It's 
never  too  early  to  start 
saving  for  your 
child's  future. 

'Average  costs  for  four 
years  of  private  college  are 
ba-stc  on  the  1989-90  College 
Board  Survey  using  a  7%  increase 
per  year. 

1-  800-765-4833  tty,  ext.  8769 

If  you  are  hardof-hearing,  you  can  call  1-  800-765-4HOH,  ext.  8769 

Mail  to:      Merrill  Lyiich  Response  Center 

P.O.  Box  30200,  New  BrunswicU,  NJ  08989  -0200 
□  Please  send  me  a  free  copy  of  CoBegeBwUer  Program  brochnre. 

Name   Address  

City  

Sute   Zip  


Business  Phone  

Home  Phone  

Merrill  Lynch  clients,  please  iwve  name  aixl  office  address  of  your  Financial 

Consultant:  

8769 


Merrill  Lynch 

A  tradition  of  trust. 
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RELIGIOUS  PARTICI 


Creating  stories  we  can  celebrate 


RELIGION 


by  Bill  Gaventa 

"Tell  me  your  church 
and  synagogue  stories." 

I'll  never  forget  the  answers  I  got  the  first  time  I  asked 
that  question  at  a  relatively  large  gathering  of  parents 
and  advocates.  This  was  in  the  late  '80s,  at  a  South 
Carolina  conference  for  parents  of  children  with  Down 
syndrome. 

One  mother  told  me  she  and  her  husband  had  used 
tlieir  congregation  as  an  arena  where  their 
daughter  could  begin  to  develop  her  own 
sense  of  identity  and  independence.  The  par- 
ents trusted  their  church  community  enough 
that  they  could,  as  the  mother  said,  start  let- 
ting go.  Now  a  young  adult,  their  daughter 
lives  in  a  supported  apartment. 

Another  said,  "We  took  our  minister  to  our 
lEP  meeting  at  the  school.  It  was  wonderful. 
We  got  everything  we  wanted." 

After  a  pause  she  added,  "They  thought  he 
was  our  lawyer" 

Everyone  laughed,  but  the  point  was 
made.  Think  what  could  happen  if  clergy  or 
congregational  advocates  regularly  went 
with  families  as  supports  and  friends  during  what  can  be 
very  anxious  planning  times. 

The  discussion  reminded  me  of  one  of  those  times — 16 
years  earlier — when  I  sat  with  an  interdisciplinary  diag- 
nostic team  in  North  Carolina  as  they  tried  to  figure  cut 
where  a  young  boy  with  develop?'^ ental  disabilities  could 
get  some  desperately  needed  socialization  and  recre- 
ational experiences.  Though  this  rural  area  of  the  state  had 
few  specialized  programs,  an  obvious  possibility  was  a 
commimity  in  which  the  rest  of  the  family  was  involved — 
their  church  and  its  Sunday  school.  However,  as  a  young 
chaplain-in-training,  I  was  too  intimidated  by  all  the  dis- 
cussions of  highly  professional  diagnostic  tests  and  inter- 
views to  mention  the  family's  church  as  a  possible 
resource. 

Unique  opportunities 

Today,  however,  many  parents,  professionals  and  religious 
leaders  realize  that  religious  education  and  congrega- 
tional life  offers  unique  and  wonderful  opportunities  for 
children  with  disabilities.  Besides  giving  children  an 
opportunity  to  learn  and  grow  in  their  faith  tradition,  par- 
ticipation in  congiegational  life  may  idlow  them  lo  realize 
that  they,  too,  are  part  of  God's  people  with  gifts  to  be  cel- 
ebrated and  needs  to  be  shared. 


Wliat's  changed?  Along  with  shifts  in  public  education 
and  systems  of  care,  the  International  Year  of  the  Dis- 
abled in  1980  and  the  Americans  With  Disabilities  Act  in 
1992,  religious  denominations  and  faith  groups  have 
developed  a  number  of  resources  to  stimulate  and 
encourage  congregational  inclusion  of  children  and  adults 
with  disabilities.  Almost  every  faith  group  now  has  an 
office  which  deals  with  religious  education  and  ministries 
with  people  with  disabilities,  either  on  a  full-  or  part-time 
basis.  Interfaith  networks  and  programs 
connect  many  others,  and  share  resources 
through  magazines,  newsletters  or  journals. 
Models  of  congregational  ministry  and  ser- 
vices include  both  specialized  and  inclusive 
religious  education  programs,  creative  ways 
to  facilitate  participation  in  worehip,  con- 
gregational respite  care,  group  homes  run 
by  religious  groups,  disability  awareness 
materials,  daycare,  camps  and  congrega- 
tion-based circles  of  support. 

The  resources  and  models  are  there, 
although  finding  them  may  require  looking 
beyond  the  boundaries  of  your  own  denomi- 
nation, faith  tradition  or  local  religious 
bookstore.  Learning  about  services  provided  by  other 
faith  groups  can  lead  you  to  ask  one  of  the  most  effective 
questions  for  initiating  new  congregational  awareness  and 
inclusiveness — "If  they  can  do  it,  why  can't  we?" 

Congregation  benefits 

But  tapping  the  potential  in  congregational  supports  also 
means  taking  a  hard  look  at  the  painful  experiences  of 
families  and  people  with  disabilities  when  the  doors  to 
their  congregations  seem  to  close.  Many  recent  studies 
have  testified  to  the  importance  of  personal  faiixi  aiid  spir- 
ituality in  sustaining  parents  and  families  of  cliildxen  with 
disabilities.  But  when  these  same  families  were  asked  if 
they  had  received  much  support  from  their  congregations, 
most  gave  answers  of  "no"  or  "very  limited." 

These  studies  come  alive  when  we  listen  to  families 
shaie  their  own  individual  stories — stories  that  can  com- 
pel congregational  change.  One  mother  told  me  about  her 
family's  efforts  to  find  a  new  church  home  after  a  move 
from  out  of  state.  They  tried  including  their  daughter — 
labeled  "moderately  retarded"  and  "microcephalic" — in  a 
church  youth  gi  oup  without  advance  preparations.  Some- 
one in  the  group  said  something  that  hurt  the  girl's  feel- 
ings, and  she  refused  to  go  back  to  church.  The  mother 
admonished  her  daughter  that  the  church  was  God's 
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house  and  that,  as  a  family,  they  needed  \o  be  there.  Her 
daughter  listened  to  this  explanation,  then  said  simply, 
"Well,  it  may  be  God's  house,  but  He's  not  home." 

The  loss  in  these  stories  is  not  just  to  the  family  and  the 
child,  but  also  to  the  congregations.  Many  c  ongregations 
who  have  worked  to  include  children  and  adults  with  dis- 
abilities will  testify  to  their  belief  that  in  the  long  run,  the 
congregation  is  the  greatest  beneficiary  of  the  experience. 

Crearing  stories  to  celebrate 

What  needs  to  happen  now,  so  more  of  these  stories 
become  stories  we  can  celebrate?  Challenges  and  oppor- 
tunities exist  on  many  levels: 

•  Families,  parents  and  people  with  disabilities  need  to 


knock  on  the  door  of  their  faith  community — sometimes 
with  others  acting  as  advocates  or  guides  on  their 
behalf — with  resources,  models,  hopes  and  needs  in  hand. 

•  Clergy  and  congregations  need  a  vision  of  hospitality,  a 
commitment  to  the  importance  of  including  every  individ- 
ual and  his  or  her  gifts,  the  wisdom  to  know  that  it  takes 
time  to  build  trust,  understanding  that  the  first  prayers 
may  be  ones  of  lament  or  anger  and  an  awareness  that  an 
effort  to  include  one  person  or  family  will  touch  many 
people.  And  they  need  to  know  that  they  do  not  have  to 
become  a  special  educator  in  order  to  help.  They  simply 
need  to  let  families  know  that  they  are  welcome  in  that 
place  called  a  "sanctuary,"  and  that  God  is  home. 

•  Professionals  and  advocates  can  use  their  understand- 


ANDREAS  YUAN 
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jlease  don't  bring  Andreas  to 
Special  Religious  Education 
anymore." 
I  heard  the  words  in  dismay. 
Although  he  was  1 5  years  old,  my 
son  was  preparing  for  First  Com- 
munion. 

"Andreas'  volunteer  teacher  is 
all  right  with  him,  but  the  other 
teachers  in  the  group  have  said 
they  will  quit  if  he  doesn't  stop 
coming." 

The  week  before,  Andreas  had 
taken  me  by  the  hand  and  quietly 
led  me  into  the  special  prayer 
ro  )m.  With  a  sense  of  awe,  he'd 
taken  me  up  to  the  altar  to  show 
me  the  candles  and  Bible. 

"The  real  reason  is,  he's  disrup- 
tive of  our  process  of  coming 
closer  to  God." 

It  took  me  several  months  to  get 
over  my  hurt  and  bitterness.  In  the 
end,  it  was  Andreas'  eagerness  to 
go  to  church  that  led  me  back. 
Although  he  couldn't  speak, 
whenever  we  passed  a  church, 
Andreas  would  wave  his  hand 
back  and  forth  in  his  own  sign  for 
singing.  This  time,  however,  I 
approached  our  own  parish  in  the 
town  where  Andreas  was  fully 
included  in  high  school. 

Immediately,  a  group  formed  to 
prepare  Andreas.  It  included  one 


of  his  high  school  classmates,  our 
priest,  the  director  of  religious 
education  and  several  other  mem- 
bers of  the  congregation.  Every 
Sunday,  we  stayed  after  the  service 
and  had  a  "mini-Mass"  with 
Andreas.  We  explained  each  part 
repeatedly  and  practiced  receiving 
communion.  Following  th  conse- 
cration of  the  bread  and 
wine,  Andreas  would  shout 
out  in  acclamation.  These 
shouts  had  become  so 
much  a  part  of  the  Mass 
that  the  priest  normally 
waited  for  them  before  con- 
tinuing the  service. 

Our  biggest  stumbling 
block  was  the  texture  of  the 
host  (unleavened  bread). 
Like  many  people  with 
autism,  Andreas  is  very  sen- 
sitive to  texture — and  he 
had  decided  this  was  not 
his  idea  of  bread!  One 
week,  we  brought  a  bag  of 
unconsecrated  hosts  home 
to  giye  Andreas  some  time 
to  get  used  to  the  texture. 
Later,  when  i  discovered  the 
bag  missing,  I  found 
Andreas  very  solemnly  putting 
host  after  host  on  the  outstretched 
tongue  of  the  family  dog! 

Finally,  the  big  day  arrived.  His 
sisters  came  home  from  their  dis- 
tant colleges;  a  close  family  friend, 
who  happens  to  be  Jewish,  also 


attended  the  service.  When  the  big 
moment  arrived,  Andreas  walked 
to  the  front  of  the  sanctuary,  sur- 
rounded by  his  entourage  of  fam- 
ily and  friends.  Suddenly  he 
realized  someone  was  missing! 
Andreas  returned  to  our  pew  and 
taking  our  Jewish  friend  by  the 
arm,  brought  him  forward  to  join 


Andreas  Yuan  (second  from  right)  celebrates 
his  first  communion  at  St.  Thomas  Church  in 
Underhill,  Vermont  with  (from  left  to  right) 
family  friend  Eric  Adier,  sisters  Semele  and  Elena 
Yuan,  Father  Francis  Prive,  mom  Susan  and  high 
school  classmate  and  friend  Christopher  Kellner. 


the  group.  Then  Andreas  opened 
his  mouth  and  happily  ate  the 
host.  The  congregation  erupted  in 
cheers!  Andreas  belonged — and 
we  all  came  closer  to  God, 
together. 

— Susan  Yuan 
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"As  a  parent,  I  want  to 
know  what's  going  on" 

If  you  believe  that  all  people  should  be  a  part  of,  and  not  apart  from, 
the  rest  of  your  community,  „if  you  believe  in  a  world  that  values 
what  each  person  contributes... if  you  believe  that  families  and 
people  with  disabilities  can  get  better  representation  if  they  work 
together  for  change. . .  — 

Work  with  United  Cerebral  Palsy  Associations  in 

influencing  the  new  Congress  to  advance  the  independence 
of  people  with  disabilities. 

Fill  out  the  form  below  to  become  a  part  of  our  national  ,,— ^ 
grassroots  effort. 

Your  voice  can  make  a  difference. 


□  Yes,  I  went  to  know  what's  really  going  on.  I  particularly  want  to  become 
involved  in  issues  related  to  the  following  area(s): 


□  Education/Special  Education 

□  Social  Security  for  kids/adults 
n  Transportation 

□  Aging  with  a  disability 
n  Personal  Assistance  Services 


□  Early  Intervention/Infants  &  Toddlers  Programs 

□  Transition  from  school  to  work 

□  Employment/Rehabilitation 

□  Housing/Home  Ownership/HomeModification 

□  Civil  Rights  (Americans  with  Disabilities  Act) 

□  Family  Support  -  keeping  your  child  at  home  and  your  family  together 

□  Telecommunications  (using  the  information  superhighway) 

□  Technology  (wheelchairs,  computers,  communication  devices) 

□  Impact  of  health  care  reform  on  people  with  disabilities  and  their  families 

□  Other,  please  specify:  


Name:  

Address: 
Phone:  _ 
Fax:  


Age  of  family  member  with  disability:. 


Please  mail  this  form  to:  United  Cerebral  Palsy  Associations,  Governmental  Activities  Department,  1522 
K  Street,  NW,  Suite  1112,  Washington,  DC  2(X)05  or  fax  it  to  (202)  842-3519. 

wi^^lJU  Advancing  the  independence  of  people  with  disabilities 
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ing  and  skills  in  direct  ways  in  congregational  settings, 
but  they  should  also  realize  that  they  can  teach  and  guide 
others.  Just  as  a  job  coach  facilitates  integrated  employ- 
ment, we  need  more  people  willing  to  be  "church  and  syn- 

II  ^'5  important  to  realize  that  a 
{congregation's  initial  effort  can 
\focus  on  the  life  of  one  child  and 
one  family. 

agogue  coaches" — ^people  who  believe  in  and  are  able  to 
tap  an  existing  reservoir  of  good  wdll  and  desire  to  help. 
•  Everyone  needs  to  realize  that  a  church  or  synagogue 
can  take  the  first  steps  without  starting  a  formal  "min- 
istry" or  "program."  Often,  specialized  programs  are  the 
established  way  of  doing  things,  but  it's  important  to  real- 
ize that  a  congregation's  initial  effort  can  focus  on  the  life 
of  one  child  and  one  family. 

Telling  our  stories 

In  the  pages  of  this  issue,  you  will  hear  about  s  jnie 
national  and  local  efforts,  see  some  of  the  re.%urces 


and  feel  some  of  the  faith,  hope,  pain,  and  love.  And  in 
the  months  ahead.  Exceptional  Parent  has  expressed 
its  willingness  to  host  a  dialogue  between  families  and 
religious  leaders  in  many  traditions  through  occasional 
articles. 

So  what  are  your  stories?  What's  worked  for  your 
family  in  your  faith  tradition?  What  hasn't?  Write  to  me 
in  care  of  Exceptional  Parent  (209  Harvard  St.,  Ste. 
303,  Brookline,  MA  02146).  Help  us  tell  the  stories! 


Bill  Gaventa  is  an  ordained 
American  Baptist  clergyman 
and  chaplain.  Since  1973,  he 
has  been  involved  in  ministries 
involving  people  with  develop- 
m^tal  disabilities  and  their 
families.  He  currently  serves  as 
director  of  Community  Train- 
ing and  coordinator  of  Congre- 
gational Supports  for  the 
University  Affiliated  Program  of 


New  Jersey.  He  lives  in  Princeton,  New  Jersey  with  his 
wife,  Beverly,  an  associate  professor  at  Princeton  Theo- 
logical Seminary,  and  their  son,  Matthew,  a  high  school 
student. 


VERONICA  CHLOE 

When  Veronica  Chloe 
played  an  angel  during  a 
Christmas  play  at  the 
Ebenezer  African  Methodist  Epis- 
copal (AME)  Church  in  Fort  Wash- 
ington, Maryland  two 
years  ago,  Christmas  took 
on  a  new  meaning  for 
many — especially  her 
mother,  Sandral.  For  her, 
Veronica  became  the 
perfect  image  of  an 
angel,  Sandral  recalls. 

Seven-y^^r-old  Veron- 
ica, who  has  cerebral 
palsy,  was  three  years  old 
when  the  church  began 
its  Exceptional  Child 
Ministry,  a  program  for 
children  with  disabilities. 
Sunday  school  classes 
are  the  primary  focus  of 
the  program,  but  it  also 
offers  opportunities  to  participate 
in  social  activities  like  movie 
nights,  monthly  outings  and  the 
Christmas  play. 
In  Sunday  school,  children  with 


disabilities  study  the  same  curricu- 
lum as  other  children  in  the 
church.  However,  they  are  taught 
at  their  own  pace  and  in  whatever 
format  is  necessary,  including 
Braille  and  sign  language.  After 
each  class,  the  children  join  the 


rest  of  the  congregation  for  wor- 
ship in  the  sanctuary. 

Veronica,  one  of  the  program's 
original  participants,  has  benefited 
greatly  from  the  socialization 


opportunities  church  activities 
have  provided.  Easily  startled  as 
an  infant,  Veronica  has  grown  so 
accustomed  to  the  singing  and 
clapping  of  hands  in  worship  ser- 
vice that  she  no  longer  jumps  at 
sharp  noises.  This  has  also  affected 
her  behavior  outside  of 
church. 

"Veronica  is  a  very  sociable 
child,"  says  Sandral.  "She  is 
very  attentive  to  the  ministers 
and  perks  up  when  she  hears 
their  voices  on  the  radio." 
Veronica  also  becomes 
noticeably  animated  when 
the  congregation  begins 
singing  The  Lord's  Prayer,  a 
prayer  she  knows  and  loves. 

Marion  Crayton,  president 
of  the  Exceptional  Child  Min- 
istry, says  when  you  "come 
into  Veronica's  presence, 
something  happens.  She  has  a 
radiance  around  her." 
Veronica's  "gift  of  smile,"  her 
mother  says,  has  garnered  many 
new  friends  and  won  the  hearts  of 
her  pastors  and  congregation. 

—Jennifer  M.  Koerber 
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CATHOLIC  LIFE  FOR 
CHILDREN  WITH  DISABILITIES 


by  Marilyn  E.  Bishop 


Just  ten  years  ago,  Catholic  parishes  tended  to  come 
up  with  quick  solutions  when  a  child  was  diagnosed 
with  a  disability  involving  learning  deficits.  The 
child's  parents  were  either  advised  that  their  child 
was  an  angel  and  did  not  need  the  saving  grace  of 
the  church's  sacraments,  or  they  were  told  that  a 
separate  class  or  tutor  could  prepare  the  yoimg- 
ster  for  receiving  eucharist  (communion)  or 
confirmation.  Today  the  picture  is  very  different. 

Sometimes  a  child  with  a  disability  is  included 
m  regular  religious  education  classes  without 
obvious  modifications.  In  California,  Mary 
Brosseau,  director  of  the  Department  for  Special 
Religious  Education,  surveyed  44  parishes  and  discovered 
tliat  "common  sense"  was  the  primary  method  used  for 
including  children.  "In  speaking  with  directors  of  religious 
education,  I  have  foimd  that  many  do  not  realize  the  level 


of  assistance  that  they  are  providing  because  it  simply 
seems  common  sense,"  Brosseau  said  in  her  newsletter. 
News  Notes  from  the  Department  for  Special  Religious 
Education.  "In  other  words,  they  are  doing  a  bet- 
ter job  at  making  adaptations  thai^  they  realize." 

In  other  parishes,  the  welcome  mat  for  chil- 
dren with  disabilities  is  more  organized  and 
deliberate.  At  St.  Luke  Church  near  Dayton,  Ohio, 
the  catechists  (Simday  school  t€    hers)  were 
trained  in  curriculum  adaptation  .  J  cooperative 
learning  techniques.  The  teacheia  were  told  that 
the  learning  goals  were  not  the  same  for  every- 
one, but  that  all  the  children  would  discover  that 
community  means  that  all  belong. 

And  when  the  child  is  accepted,  his  or  her  family  feels 
that  same  welcome.  "Our  family  was  now  a  part  of  a  big- 
ger family,"  said  Debbie  Pollard,  whose  children — one 


GIDEON 
GOLDSTEIN 

Having  Prader-Willi  syn- 
drome means  always 
resisting  the  urge  to  eat 
what's  in  front  of  you.  Keeping 
Kosher  requires  the  same  type  of 
resistance  to  eating  without  restric- 
tion and  thoughtful  consideration. 
For  Gideon  Goldstein,  each  set  of 
dietary  rules  reinforces  the  other. 

Gideon,  14,  is  a  high  school 
freshman  whose  command  of  the 
Hebrew  language  is  remarkable. 
While  he  may  struggle  with  math 
assignments  and  physical  educa- 
tion classes,  Gideon  is  always  wel- 
comed as  a  full  participant  in  the 
Orthodox  Jewish  "minyan"  (prayer 
group).  In  this  setting,  Gideon  is 
not  viewed  as  a  teen  struggling 
with  the  challenges  of  his  disabil- 
ity, but  as  a  young  man  who  often 
provides  the  obligatory  "tenth 
man"  needed  'o  begin  morning 
prayers.  Faced  with  fine  motor 
problems  that  make  writing  a  frus- 
trating exercise,  Gideon  is  able  to 
manage  the  intricacies  of  "laying 


tefillin"  (see  photo)  in  preparation 
for  prayer,  winding  the  leather 
straps  in  a  specific  pattern  around 
his  hand  and  arm  and  wrapping 
another  strap  and  box  across 
his  forehead. 

In  1985,  Gideon  became  one 
of  the  charter  members  of  a 
new  special  education  program 
at  Temple  Chai  religious  school 
in  Phoenix,  Arizona  where  he 
received  an  individualized  pro- 
gram of  Judaic  and  Hebrew 
instruction  in  both  resource  and 
regular  classes.  When  he  stood 
before  the  congregation  for  his 
bar  mitzvah,  the  g!ow  of  his 
pride  and  happiness  trans- 
formed the  sanctuary.  No  one 
who  attended  will  ever  forget 
that  service. 

Part  of  a  close  and  loving 
family,  Gideon  enjoys  reading, 
music,  animals  and  attending 
sporting  events.  As  traditional 
observant  Jews,  his  family 
spends  Shabbat  (the  Sabbath) 
together  in  prayer  and  study. 
Gideon  relishes  this  weekly 
escape  from  daily  stresses  that 
have  accompanied  his  entrance 


into  high  school.  Parents  David 
and  Carol  and  younger  brother 
Noah  also  find  great  joy  in  this 
day  of  rest  when  labels  like  "abk 


Gideon  Goldstein  begins  each  day  with  tiie 
morning  davening  (prayer). 


and  "disabled"  disappear,  and 
each  family  member  comes 
together  to  share  equally  in  the 
stLidy  of  Torah  (the  scriptures). 

— Becca  Hornstein 
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with  spina  bifida  a/id  one  with  cerebral  palsy — were 
included  in  a  regular  wiiskly  religion  class  at  St  Luke. 
When  Debbie's  daughter,  Megan,  was  hospitalized  at 
Christmas  time,  she  was  eager  to  return  home — not  to 
play  with  her  toys — but  to  go  to  church.  Megan  told  the 
doctor,  "I  have  to  go  home  because  tomorrow  is  church." 

Debbie  believes  that  Megan's  positive  experience  with 
the  church  is  important  for  her  future.  "That  will  see  her 
through  the  trials  she's  got  ahead  of  her  in  life,"  she  said. 

Parish  advocates 

It  would  be  inaccurate  to  imply  that  Catholic  students 
with  disabilities  have  no  barriers  to  enrollment  in  reli- 
gious education.  For  example,  one  priest  declared  such 
training  unnecessary  for  Claire,  who  is  deaf,  blind  and 
mentally  retarded.  But  her  mother  insisted  that  Claire 
could  benefit  from  sacramental  preparation.  The  director 
of  religious  education  agreed  and  located  a  tutor  from  the 

The  learning  goals  are  not  the 
same  for  everyone,  but  all  the 
children  discover  that  commu- 
nity means  tha  t  all  belong. 

nearby  Catholic  university,  the  University  of  Dayton.  With 
support  from  the  university's  Center  for  Ministry  with  Dis- 
abled People,  the  tutor  was  trained  to  successfully 
instruct  Claire.  Such  staff  support  is  provided  in  various 
ways  in  different  parts  of  the  country. 

In  the  Archdiocese  of  Boston,  for  example,  people  with 
disabilities  are  identified  and  supported  by  "parish  advo- 
cates." Of  the  400  parishes  in  this  archdiocese,  75  have 
trained  people  to  provide  resources  and  support  to  adults 
and  children  with  disabilities.  Pat  Priel,  director  of  the 
Office  for  Persons  with  Disabilities  for  the  Boston  arch- 
diocese, is  concerned  with  making  people  with  disabilities 
feel  welcome  in  local  churches.  "How  do  we  word  our 
invitation  to  welcome  children  with  disabilities?  How  do 
we  teach  the  appropriate  response  to  pastoral  care 
needs?"  she  asked.  Her  answer  was  to  initiate  a  30-hour 
certification  course  to  provide  volunteers  with  informa- 
tion about  communication  skills,  various  disabilities  and 
advocacy  techniques.  (Training  materials  are  available. 
For  more  information,  contact  the  Office  for  Persons  with 
Disabilities,  Archdiocese  of  Boston,  240  Adams  St., 
Dochester,  MA  02122, 617/254-0100.) 

Inclusive  parochial  schools 

One  of  the  needs  a  paiish  advocate  may  discover  is  the 
desire  to  enroll  a  cluld  with  disabilities  in  the  regular 
parish  parochifd  school.  "Hie  calls  that  are  most  disturb- 
ing to  me  are  the  calls  I  get  from  parents  whose  children 
are  rejected  by  parish  schools  because  those  schools  have 
not  thought  of  ways  to  include  all  children,"  said  Mary 


Comfortable,  secure 
support  anywhere! 

Use  the  Columbia  Positioning  Commode 
freestanding  or  over  any  toilet 


The  choice  is  easy  -  when 
you  have  a  choice!  That's 
why  we  offer  5  different 
commodes  to  suit  your 
child's  support  needs. 

•  Adjust  height,  tilt,  seat 
depth,  footrest  for  ideal  fit 

•  Adjust  pelvic,  chest  belts 

•  Removable  padded 
abductor/ splash  guard 

•  Non-slip  padded  child- 
sized  seat 


Ask  for  our  FREE  Full  Color  Catalog 
of  Convenient,  Helpful  Products 


It  includes  the  unique 
Columbia  Car  Seat, 
now  crash-tested  for 
children  20  to  102  lbs., 
up  to  5  feet  tall! 

Handsome,  durable  and 
convenient  to  use! 

Contact  us  for  your 
nearest  dealer 
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Jane  Owen,  director  of  the  National  Catholic  Office  for 
Persons  with  Disabilities  in  Washington,  DC.  A  common 
reason  for  denying  admission  to  a  student  with  a  disabil- 
ity is  that  the  educational  needs  of  the  student  demand 
resources — especially  financial  resources — that  the 
school  does  not  have. 

Owen  believes  parents  may  need  to  pursue  legal 
means  for  helping  their  parish  schools  get  the  money 
necessary  to  serve  students  with  disabilities.  She  cites 
the  precedent-setting  1993  Supreme  Court  decision  in 
the  Zobrest  case  as  hopeful.  This  decision  declared  that 
public  funds  could  be  used  to  pay  for  interpreter  ser- 
\aces  for  a  deaf  student  attending  a  Catholic  high  school 
The  important  issue  in  this  case  was  that  the 
child — rather  than  the  school — was  the 
recipient  of  the  services  paid  for  with  public 
funds. 

But  funding  is  not  the  only  issue.  Lake 
many  public  school  teachers.  Catholic  school 
teachers  often  feel  their  skills  are  inadequate 
to  teach  children  with  learning  differences. 
The  newly-formed  Network  of  Inclusive 
Catholic  Educators  at  the  University  of  Day- 
ton is  allaying  those  anxieties  by  training 
teachers  to  use  alternative  strategies  like 
cooperative  education,  curriculum  modifications,  peer 
tutoring  and  teacher-to-teacher  mentoring.  The  network 
hopes  to  begin  using  computers  to  share  information 


among  educators  and  professionals  as  the  number  of 
inclusive  schools  grows  beyond  the  30  currently 
identified. 

This  movement  toward  inclusive  Catholic  schools  is 
encour^ed  by  the  National  Catholic  Educational  Associa- 
tion (NCEA).  In  1995,  NCEA's  national  convention  will 
offer  at  least  three  workshops  on  inclusion. 

A  nudge  and  some  guidance 

The  policy  of  the  Catholic  church  is  inclusive.  But,  as 
Maiy  Jane  Owen  ^tly  described  the  situation.  The 
words  are  thert,  but  the  actions  do  not  always  follow  the 
words."  The  guidelines  on  page  33  ("Advocating  for 

Access")  offer  parents  some  pointers  on  help- 
ing their  church  communities  become  more 
accessible.  Though  more  and  more  churches 
are  making  efforts  to  welcome  all  to  their  com- 
munity, some  may  need  a  nudge  and  some  guid- 
ance to  set  the  wheels  in  motion. 


Marilyn  E.  Bishop  is  the  director  of  the  Center 
for  Ministry  with  Disabled  People  at  the  Uni- 
versity of  Dayton.  She  established  the  center 
in  1980.  Hie  purpose  of  the  center  is  to  link 
the  resources  of  the  university  with  people 
who  Mve  disabilities  to  suppoti  their  spiritual  enrich- 
ment. Marilyn  has  a  B.A.  in  communication  and  is  an 
M.A.  candidate  in  religious  studies. 


"Now  i  can  see  my 
beautiful  daughter 
flourishing  and  making 
progress  that  I  neoer 
thought  possible! 
Thank  goodness  for 
a  place  like  this  school' 

-Parent 
Intensiue  Program 


When  you  feel  that  there  isn't  any 
answer,  when  you  feel  there  are  no  other 
options  available,  DON'T  GIVE  UP!  Our 
Intensive  Program  makes  a 
difference  for  students  with  serious,  chal- 
lenging behaviors. 

We  accept  students  with  Autism,  Mental 
Retardation  and  Behavior  Disorders  who 

require  the  specialized  care  that  other 
schools  just  cannot  provide.  We  give  our 
students  state-of-the-art  educational  and 
residential  programs  free  of  painful  aver- 
sives  and  excessive  medication. 
Many  of  our  students  arrive  at  The  New 
England  Center  for  Autism  after  havltig 
had  a  long  history  of  rejection  and  fail- 
ure. With  us  they  receive  intensive,  posi- 
tive, behaviorally  oriented  treatment  that 
focuses  on  developing  the  coping  skills 
and  appropriate  behaviors  which  enable 
them  to  live  and  work  successfully  with 
minimum  support.  Intensive  Program 
students  participate  in  the  full  range  of 
academic,  community,  and  recreational 
activities  provided  for  all  of  our  students. 


Let  The  New  EngUnd  Center  for 
Auttsm  make  a  positive  difference 
in  your  child's  life. 
Serotng  children  and  adolescents 
ivlth  Behaolor  Disorders,  Mental 
Retardation,  and  Autism. 
For  more  information  on  our 
Intensive  Program,  please  contact 
Catherine  M.  Welch,  MEd, 
Director  of  Admissions. 
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The  New  England  Center  for  Autism 
33  Turnpike  Road, 
Southboro,  MA  01772 
(508)  481-1015 

Just  20  miles  from  Boston 
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A  JEWISH  EDUCATION 
FOR  EVERY  CHILD 


by  Becca  Homstein 


ERIC 


"Educate  each  child  according  to 
his  ability. "  — Proverbs  22:6 

I just  wanted  what  any  Jewish  mother  wants  for  her 
son — I  wanted  Joel  to  have  a  bar  niitzvah.  The  prob- 
lem was  that  Joel  has  autism  and  in  1983,  most  reli- 
gious schools  made  no  accommodations  for  children  with 
significant  learning  difficulties. 

On  the  face  of  it,  my  desire  for  Joel  to  have  a  Jewish 
'education  may  have  seemed  preposterous.  Joel  had  lost 
the  little  bit  of  spoken  language  he  had  possessed  when 
his  autism  surfaced  at  21  months.  A  self-taught 
reader,  Joel  could  read  and  v.Tite  by  his  second 
birthday  and  quickly  learned  sign  language,  too. 
But  he  didn't  begin  to  verbalize  phrases  until  age 
eight.  Why,  then,  was  I  pursuing  a  goal  which 
would  require  years  of  study  in  both  English  and 
Hebrew  and  would  culminate  in  Joel  speaking 
before  a  sanctuary  filled  with  people? 

As  any  parent  of  a  child  vnth  a  severe  disability 
knows,  the  diagnosis  of  a  child's  disability  creates 
a  tremendous  sense  of  isolation,  along  with  sporadic 
anger  and  grief  For  many,  the  logical  source  of  comfort 
and  renewal  is  within  one's  religious  community. 
Althougli  I  had  wrestled  with  my  own  anger  at  G-d'  when 
Joel  was  diagnosed,  by  the  time  he  was  nine  years  old,  I 
had  made  my  peace  and  craved  the  support,  warmth  and 
spiritual  renewal  of  my  religion.  My  desire  for  Joel  to  pre- 
pare for  a  bar  nutzvah  was  part  of  the  healing  process.  I 
wanted  to  be  able  to  formally  declare  to  family  and 
friends  that  Joel  was  a  person  of  value  and  dignity,  an 
asset  to  his  community  and  a  blessing  to  his  congregation. 
Most  importantly,  I  wanted  Joel  to  know  he  was  accepted 
by  his  fellow  Jews. 

Responding  to  parents'  requests 

Jews  have  been  referred  to  as  "the  people  of  the  Book." 
But  what  can  they  offer  to  the  child  who  cannot  read, 
hold  or  see  the  Book?  Presented  with  children  or  adults 
who  had  developmental,  communicative  and  learning  dis- 
abilities, rabbis  of  the  past  centuries  were  at  a  loss.  Com- 
munities provided  for  the  safety  and  welfare  of  Jews  with 
special  needs,  but  formal  religious  instruction  could  not 
take  place  until  now  systems  of  adapting  teaching  materi- 
als ;uid  methods  were  developed. 

In  the  late  197r>'c,     federal  legislation  began  to  change 
the  face  of  public  school  ecuication  for  children  with  spe- 
cial needs,  Jewish  educators  began  to  respond  to  paients" 
requests  for  religious  education,  like  mine  for  my  son, 
Joel,  Until  the  mid-1980's,  very  little  was  aviiilable  outside 
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of  New  York  City,  where  Orthodox  Jewish  communities 
had  already  instituted  some  special  classes  and  schools. 
At  that  time,  the  Coalition  for  the  Advancement  of  Jewish 
Education  began  to  offer  teacher  training  workshops  at 
their  annual  national  conferences.  The  Conservative  and 
Reform  movements  began  to  look  at  curriculum 
modifications,  disability-sensitivity  workshops  and  ways 
of  creating  a  network  for  families  who  have  children  with 
special  needs. 

In  1985,  the  Reform  movement  held  the  first  national 
conference  on  special  needs  and  began  publishing  the 
Liheyot  Connection,  a  national  newsletter  devoted  to  dis- 
ability issues.  In  the  Orthodox  community,  the 
Otsar  (meaning  "treasure")  organization  was 
founded  by  parents  of  children  with  diverse 
developmental  disabilities  to  provide  educational 
and  recreational  programs  for  people  of  all  ages. 


77/.  iiutUiir iif  this  nrlirlr  fittlinrs  flif  Jrtrisli  jnnhihit^it^i  ntjfiitist  wrilhiq  llifjiill  mni^ 


Exciting  opportunities 

Wthout  a  lot  of  fanfare,  Jewish  special  educators 
began  creating  exciting  opportunities  for  chil- 
dren, teens  and  young  adults  with  mild  to  severe 
disabilities.  In  Chicago,  the  Keshet  program  initiated  a 
wide  variety  of  programs,  including  a  Sunday  school 
which  now  has  a  dozen  classes  with  a  high  staff-to-stu- 
dent ratio  and  individualized  experiential  curriculum.  For 
day  school  students,  Keshet  provides  a  special  education 
program  on  four  regular  Jewish  day  school  campuses. 
This  affords  students  some  integrated  classes  in  addition 
to  specialized  Judaic  and  non-religious  studies.  By  using 
volunteers  in  both  classrooms  and  recreational  activities, 
Keshet  continues  to  provide  disability  awareness  in  the 
community. 

Other  Jewish  communities — including  those  in  /  i<ron, 
Houston  and  San  Francisco — employ  a  special  education 
consultant  who  visits  day  and  after-school  religious  edu- 
cation programs  to  provide  teacher  training,  classroom 
observation,  curriculum  modification  and  behavior  man- 
agement techniques.  With  this  assistance,  religious 
schools  can  offer  inclusion  to  many  students  with 
significant  learning  differences. 

Self-contained  Jewsh  day  schools  for  children  with 
mental  and  physical  disabilities  are  tmusual  outside  cities 
with  large  Jewisli  populations.  However,  good  examples 
can  be  found  in  Baltimore's  Gesher  Latorah  and  greater 
Wasliington,  DCs  Shenia  V'Ezer  schools.  Wlienever  possi 
ble,  students  attending  these  schools  are  integrated  with 
students  in  nearby  Jewish  day  schools. 

Many  religious  schools  have  added  resource  rooms  for 
children  having  difficulty  in  le;uTiing  to  read  or  write 
Hebrew.  Some  religitnis  schools,  like  Temple  Chtii  in 
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EYAL  SHERMAN 

When  Eyal  David  Sherman 
took  the  pulpit  on  the 
Saturday  morning  of  his 
bar  mitzvah,  read  from  the  Torah 
(scriptures)  and  led  the  prayers, 
the  congregation  heard  him — 
silent  and  clear. 

Nearly  1 ,000  worshippers  at 
Temple  Adath  Yeshurun  in  Syra- 
cuse, New  York,  read  Eyal's  lips  as 
video  cameras  projected  the  text 
and  his  face  onto  large  screens 
mounted  at  the  front  of  the  sanctu- 
ary. 

"Even  though  my  bar  mitzvah  is 
different  or  awesome  or  radical, 
being  high  tech,  1  never  really 
thought  about  that,"  Eyal  said  in 
his  speech.  "1  just  knew  that  when 
1  reached  age  1 3,  I'd  be  up  here 
on  the  bimah  (pulpit)  and  have  a 
bar  mitzvah  just  like  any  other 
kid." 

Nine  years  ago,  Eyal  suffered  a 
stroke  after  surgery  for  a  brain 
stem  tumor,  it  left  him  a  quadri- 
plegic who — ^technically  speak- 
ing— cannot  walk,  talk,  breathe  or 
eat  "on  his  own."  But  that's 
not  how  Eyal  sees  it, 

That  Saturday,  in 
front  of  the  doctors 
and  nurses  who 
saved  his  life; 
the  public  school- 
teachers who 
helped  bring  him 
into  regular  class- 
rooms; his  mother,  Leah, 
who  first  began  teaching  him 


Hebrew  at  home  and  his  father 
Rabbi  Charles  Sherman,  the  spiri- 
tual leader  of  the  congregation, 
Eyal  performed  the  ritual  marking 
him  an  adult  in  the  Jewish  com- 
munity. And  being  an  adult,  he 
said,  means  "taking  responsibility" 
for  your  own  life. 

After  Eyal's  bar  miizvah,  a 
woman  whose  son  has  a  neuro- 
logical disorder,  told  Rabbi  Sher- 
man, "Now  1  know  my  son  can 
have  one,  too.''  A  public  bar 
mitzvah  sends  a  message  to  chil- 
dren with  disabilities  that  "you're 
not  shunned;  you're  not  isolated," 


said  the  rabbi,  who  believes  it  is 
the  clergy's  moral  obligation  to 
give  every  child  a  religious  edu- 
cation according  to  his  or  her 
abilities  and  a  chance  for  reli- 
gious expression  in  his  or  her 
own  voice. 

In  his  silent  voice,  Eyal  gave  a 
message  of  his  own  back  to  his 
community.  As  his  father 
explained,  "With  all  the  horrible 
things  in  this  life  and  all  there  is  to 
complain  about,  you  see  that  a  kid 
can  still  ascend  the  pulpit  and 
thank  God  for  what  he  has." 

— Andrea  Kamens 


[Above]  Eyal  Sherman  rehearses  for  his  bar  mitzvah  with 
his  teacher,  cantor  Emanuel  Perlman,  and  mother,  Leah. 
Photo:  Dick  Blume.  [Left]  Eyal  plays  the  elearic  drums,  pro- 
viding some  of  the  entertainment  at  the  party  following  his  bar 
mitzvah  ceremony. 


Phoenix,  have  developed  a  continuum  of  educational 
options  ranging  from  small  self-contained  classes,  to  pull- 
out,  resource-room  Hebrew  classes,  to  inclusion  with  or 
without  one-on-one  assistance. 

Since  learning  is  a  lifelong  experience,  programs  such 
as  Chaverim  in  greater  I^s  Angeles  offer  a  wide  variety  of 
classes  as  well  as  social  and  recreational  activities  for 
adults  with  disabilities.  Their  annual  retreat  now  draws 
participants  from  as  far  away  as  San  FVancisco. 

Bar  mitzvah  boy 

Joel  will  soon  be  21  years  old.  After  several  years  in  Tem- 
ple C'hais  self-contained  class,  lie  stood  before  200  people 
for  his  l)ar  mitzvah  in  May,  1987.  Joel  led  the  congregation 
in  prayer  and  chanted  his  Torah  portion  (selection  from 
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one  of  the  first  five  books  of  the  Hebrew  scriptures)  and 
Haftarah  portion  (selection  from  the  Prophets).  On  that 
day,  surrounded  by  family  and  friends,  teachers  and  class- 
mates, Joel  was  special — no,  not  "special  needs"  and  not 
"special  education" — Joel  was  special  because  he  was  the 
bar  mitzvah  boy.  His  achievement  reflects  the  rapid 
growth  of  Jewish  special  education  and  the  benefits  it  has 
brought  to  both  families  and  congregations. 

Bpcca  Honi.stein  is  the  executive  director  of  the  Council 
ForJeivs  With  Special  Nccd.s  iu  Plwcni.r,  Arizoim.  Bccca 
lives  in  ScottMlale,  Arizona  ivitli  her  husband,  Baiiy,  an 
in.ttinctor  in  .npccial  education  at  Glendale  Community 
College,  and  their  two  children,  Joel  and  Shana. 


TOWARD  A  MORE  INCLUSIVE 
PROTESTANT  SUNDAY  SCHOOL 

Making  religious  education  accessible  to  all 

by  Brett  Webb-Mitchell 


This  is  a  stDry  of  a  good  struggle  that  led  to 
new  ways  for  children  with  disabilities  to 
be  included  in  a  Sunday  school  program  in 
an  East  Coast,  suburban,  Protestant  church.  For  a 
time,  this  church  was  the  scene  of  a  struggle.  On 
one  side  of  the  debate  were  parents  of  children 
with  disabilities,  who  wanted  them  included  in 
regular  Sunday  school  classes.  On  the  other  side 
were  parents  of  children  without  disabilities,  who 
disagreed. 

After  many  months,  the  stalemate  was  unexpectedly 
broken  by  something  the  children  did— someone  finally 
noticed  that  when  the  children  with  disabilities  and  the 
children  without  disabilities  shared  time  together  on  the 
church's  playground,  the  atmosphere  was  one  of  mutual 


caring  and  fun.  On  that  playground,  the  children 
played  hanpily  together  and  helped  each  other 
enjoy  the  playground  equipment.  They  were  truly 
living  Jesus'  commandment  to  "love  your  neigh- 
bor as  yourself." 

WiUi  the  eyes  of  the  congregation  now  open  to 
the  lessons  of  the  children,  they  were  able  to 
appreciate  a  story  sliared  by  one  of  the  Sunday 
school  teachers  about  Jimmy,  an  eight-year-old 
boy  with  mental  retardation.  During  a  Sunday 
morning  worship  service  at  the  end  of  Vacation  Bible 
School,  Jimmy  had  walked  to  the  front  of  the  sanctuary. 
He  wanted  to  hold  the  Bible  for  the  worship  leader  He 
wanted  to  be  included  in  worship — doing  something,  any- 
thing— and  liis  assistance  was  welcomed. 


TYLER  HOLGREEN 

When  Tyler  Holgreen  was 
diagnosed  as  a  baby 
with  49,XXXXY  syn- 
drome, a  rare  variant  of  Klinefelter 
syndrome  which  causes  intellec- 
tual and  physical  limitations,  doc- 
tors said  he  would  probably  never 
participate  in  the  same  activities  as 


Tyler  Holgreen  serves  as  a  deacon  in  his  local  congrega- 
tion of  The  Church  of  Jesus  Christ  of  Latter-day  Saints. 
The  position  is  one  of  significant  responsibility  and  trust 
for  any  youngster. 


other  kids.  At  1 2  years  of  age, 
however,  Tyler  Holgreen  is  usually 
just  "one  of  the  gang." 

"Oh,  the  other  kids  know  his 
problems,"  says  his  father,  Lynn, 
"but  they  work  with  him  and  walk 
him  through  things." 

Things  like  an  after-school  game 
of  touch  football.  Or  his  responsi- 
bilities as  a  deacon  in  his  Syracuse, 
Utah  congregation 
of  The  Church  of 
jesus  Christ  of  Lat- 
ter-day Saints.  With 
the  church's  world- 
wide educational 
and  ministerial 
structure  com- 
prised entirely  of 
volunteers  from 
local  congrega- 
tions, Tyler's  role 
as  a  deacon  is  a 
significant  respon- 
sibility. 

But  of  greater 
significance  to  the 
church  is  Tyler 
himself,  says  Doug 
Hind,  manager  of 
Special  Curricu- 


lum at  church  headquarters  in  Salt 
Lake  City,  Utah.  Hind's  job  is  to 
see  that  those  with  disabilities 
enjoy  "the  same  opportunities  for 
growth,  friendship  and  recogni- 
tion" as  any  other  member. 

The  church  provides  a  number 
of  services  to  give  members  with 
disabilities  equal  access  to  reli- 
gious activities  and  education. 
Tyler  Holgreen,  for  example,  who 
normally  wouldn't  begin  Semi- 
nary— a  demanding  four-year  pro- 
gram of  religious  study  offered  to 
Latter-day  Saint  youth  world- 
wide— until  ninth  grade,  benefits 
from  a  two-year  head  start  for  chil- 
dren with  disabilities.  Tyler's 
father,  Lynn,  comments  that  Tyler 
often  receives  one-on-one  tutoring 
from  his  lew.ders  and  his  pals— in 
the  chapel  and  on  the  line  of 
scrimmage  in  his  neighborhood 
backyard  football  "league." 

And  that's  the  way  it  should 
work,  says  Lynn — support  from 
church  leaders  enhanced  by  indi- 
vidual concern.  "These  fjeople  are 
very  aware,"  he  says.  "And  they 
are  very  willing  to  help." 

— Cisyton  Newell 
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The  congregation  was  also  able  to  appreciate  the  abili- 
ties of  Sandra,  a  10-yeai--old  girl  witli  Down  syndrome 
who  loves  to  play  with  the  other  children  on  the  play- 
ground. She  gets  all  the  other  children — cltildren  with  and 


his  congregation  has  come  to 
understand  that  inclusive 
Sunday  school  classes  give 


everyone  an  opportunity  to  share 
the  God-given  gifts  of  all  young 
church  members 

without  disabilities — to  participate  in  the  fun  and  games. 
Tlie  Simday  school  t«'achers  call  her  a  "natural  leader,"  as 
she  effortlessly  orchestrates  playground  games  that  all 
can  ei\joy. 

As  this  congregation  began  to  recognize  tlie  potential 
contributions  of  children  with  disabilities,  teachers  and 
parents  started  working  on  strategies  to  include  all  chil- 


dren in  the  Sunday  school  program,  putting  an  end  to  sf  g- 
regated  classes.  This  congregation  has  come  to  under- 
stand that  inclusive  Sunday  school  classes  gi%'e  e%'eryone 
ail  opportunity  to  share  tlie  God-given  gifts  of  all  young 
church  members. 

Segregarion  and  the 
"public  school  paradigm" 

Gestures  of  caring,  openly  practiced  by  the  joungest 
members  of  this  congregation,  helped  open  a  door  tliat 
had  long  remained  shut.  Yet  few  "mainline"  Protestant 
churches  recognize  the  power  of  such  gestures.  Instead, 
in  most  Protestant  churches,  educating  cltildren  in  the 
Christian  faith  still  means  reading,  writing  and  rote  mem- 
orization of  Bible  stories,  along  with  group  discussions 
where  participation  requires  a  certain  level  of  verbal 
fluency. 

Among  religious  educators,  tliis  method  is  known  as  the 
"public-school  paradigm,"  and  like  many  public  sc-hools 
where  children  with  disabilities  are  still  segregated,  many 
children  with  disabilities  are  also  kept  out  of  regular  Sunday 
school  classes.  Many  Protestant  churehes  have  developeti 
specialized  curricula  for  people  with  mental  retardation  or 


RYAN  REED 

As  a  public  school  student, 
A\  Ryan  Reed's  test  results 
/    \  indicated  he  would  never 
learn  to  read.  He  was  assigned  to 
classes  focusing  on  non-academic 
skills. 

But  Ryan's  mother,  Mary  Jo, 
believed  she  could  recognize 
many  signs  of  reading  readiness  in 
her  son.  When  public  school 
teachers  and  administrators 
refused  to  modify  his  educa- 
tional goals  or  class  place- 
ment, she  turned  to  the 
Catholic  school  in  her 
parish. 

Parochial  schools  often 
respond  to  a  request  like 
Mary  Jo's  by  saying,  "We 
can't  do  what  the  public 
schools  can.  We  don't  have 
the  money  or  the  resources." 
But  Ryan  needed  only  good 
teachers  and  a  good  learning 
environment. 

This  is  not  to  say  that 
Ryan's  family  or  teachers  at 
St.  Peter's  School  in  Rock- 
ford,  Illinois  took  lightly  the 
inclusion  of  a  child  with 
Down  syndrome.  There 


were  plenty  of  skeptics  and  nay- 
sayers.  And  even  those  who  felt 
Ryan's  inclusion  could  succeed, 
recognized  the  need  for  careful 
planning  and  preparation. 

When  11 -year-old  Ryan  entered 
fifth  grade  at  St.  Peter's,  he  was 
reading  at  a  pre-primer  level.  By 
the  end  of  the  school  year,  he  had 
achieved  a  second-grade  reading 
level.  He  entered  seventh  grade 
last  fall  reading  third-  and  fourth- 
grade  materials. 

He  learned  to  read  from  good 


Ryan  Reed  (back  row,  center)  is  a  member  of  the  bas- 
ketball team  at  St.  Peter's  School  in  Rockford,  Illinois. 


teachers  who  used  a  whole- 
language  approach.  He  was  also 
helped  by  classmates  who  offered 
models  of  reading  and  correct  spo- 
ken language  along  with  their 
friendship  and  encouragement. 
Most  of  all,  however,  Ryan  learned 
to  read  because  he  really  was 
ready  to  learn. 

Ryan's  inclusion  at  St.  Peter's 
extends  beyond  the  classroom. 
He's  on  the  basketball  team,  in  the 
scout  troop  and  a  frequent  guest  at 
birthday  parties.  He  is  an  altar 
server  and  has  been  a 
prayer  leader  at  Mass. 

Now,  St.  Peter's  hardly 
remembers  a  time  when 
Ryan  wasn't  part  of  the 
community.  When  asked 
recently  if  she'd  do  it  over 
again,  principal  Sister  David 
Ennis  replied,  "I'd  do  it 
again  in  a  minute.  Ryan  has 
been  a  gift  to  our  school. 
His  hunger  to  learn  has 
inspired  us  all.  His  special 
needs  have  helped  us 
remember  how  much  we  all 
need.  Thanks  to  him,  our 
school  is  a  better  place." 
— Margaret  R.  Bowman 
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other  disabilities  that  may  be  taught  in  special  classes  out- 
side of  tl\e  "normal"  Sunday  school  program.  Many  of  these 
same  chiuxihes  go  so  far  as  to  advocate  a  separate  worship 
service  for  people  with  disabilities. 

Toward  greater  inclusiveness 

Even  within  the  structure  of  most  Protestant  Sunday 
school  programs,  greater  awareness  and  small 
modifications  may  allow  children  with  disabilities  to  be 
included.  Here  are  some  piactical  suggestions: 

•  Teach  children  about  differe)ices.  Invite  children  and 
their  parents  to  learn  about  differences  in  abilities  that 
may  affect  what  people  can  and  cannot  do  in  church,  at 
home  or  in  the  community.  Focus  on  the  fact  that  we  all 
have  different  abilities  and  limitations. 

•  Focus  on  what  children  with  disabilities  can  do.  Let 
parents  and  their  children  with  various  disabilities  teach 
Sunday  school  classes  what  a  child  with  a  disability  can 
do  in  the  context  of  church  activities.  One  focus  might  be 
on  alternative  forms  of  conunimication — like  signing 
songs,  painting  responses  rather  than  verbalizing,  or  dra- 
matizing a  Bible  verse  rather  than  reading  it. 


COS  on  the  fact  that  we  all 
have  different  abilities  and 
limitations. 


•  Create  a  "least-restrictive"  Sunday  school  envimn- 
rneitt.  Minor  modifications — both  in  the  physical  layout  of 
a  class  and  the  structiu-e  of  its  schedule — can  make  a  Sim- 
day  school  class  more  accessible  to  a  child  with  a  disabil- 
ity. If  a  c  hild  is  in  a  wheelchair,  the  class  layout  can  allow 
plenty  of  space  for  that  child  to  move  around.  If  a  child 
has  a  visual  impairment,  someone  can  be  responsible  to 
tell  that  child  about  things  he  or  she  cannot  see.  If  a  child 
has  a  hearing  impairment,  it  will  be  important  for  tlie 
teacher  and  otlier  students  to  know  the  best  way  to  com- 
niimicate  with  that  child. 

Such  changes  in  the  Sunday  school — even  within  the 
limitations  of  the  "public-school  paradigm" — can  open  up 
doors  for  people  with  disabilities  to  participate.  It  will 
also  help  others  to  see  anew  the  diversity  of  gifts  in  the 
church. 

Brett  Webb-Mitchell,  a  visiting 
assistant  pivfessor  in  Christian 
Nia-ture  at  Duke  Divinity  School, 
is  also  the  president  of  the  Reli- 
gion Division  of  the  American 
Association  on  Mental  Retarda- 
tion. He  is  the  author  of  God  Pi  ays 
Pi.\so,  Too:  The  Spiritual  Lives  of 
Dis.MiiEn  Children  and  Unex- 
pected B.ANQCET:  Welcoming  Peo- 
ple WITH  Disabilities  lmx)  the  Ciicrch,  both  published  by 
the  Cwssivads  Publishing  Company. 
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THE  SPECIAL  OLYMPICS  CHRISTMAS  ALBUMS 


r'  aluiijiy  4he  Pointer  Sisters    Eurythrnics    Whitney  Houston        '  - 
Bruce  Springsteen  and  the  E  Street  Band    The  Pretenders    John  Cougar  Mellencamp 
Sting    RUND.M.C.    U2    Madonna    Bob  Seger  &  the  Silver  Bullet  Band 
Bryan  Adams    Bon  Jovi    Alison  Moyet    Stevie  Nicks 


Jimmy  Mulzet 

A  dream  of  meeting  the  pope  comes  true 


On  a  clear  summer  night  more  tlian  a  year  ago  in 
Denver,  Colorado,  "Jimmy"" MulzeVs  dream  of 
meeting  Pope  John  Paul  II  came  tnw.  Mulzet  not 
only  spoke  during  a  Mass  celebmted  by  the  pope 
at  Woiid  Youth  Day,  but  he  was  also  hugged  and 
blessed  by  the  pontiff. 

"The  day  I  met  the  pope  in  Denver  I  really 
wanted  to  ask  him,  'Why  did 
God  make  vie  handi- 
capped?"'Mulzet  says.  "I 
wanted  to  talk  to  him.  But 

the  Mass  had  to  go  on. " 
Mulzet,  37,  greic  up  on  Uie 

Upper  East  Side  ofNeiv  York 

City.  The  son  of  the  late 

Prank  and  Hazel,  he  was 

educated  in  special  educa'ion 

pi-ograms  within  the  Neiv 

Yoi-k  City  public  schools. 

Mulzet,  who  ivas  diagnosed 

with  cerebinl  palsy  and 

developmental  delays  when 

he  %vas  three  yeais  old,  is  a 

mailroom  messenger  at  the 

City  University  ofNeic  York. 
"I  a7n  one  of  God's  special 

children," Mulzet  says.  "He 

wants  me  to  go  out  and  help 

people  because  God  kelps 

tliose  that  help  themselves." 


[RELIGION 


Cardhial  John  O'Con- 
mrlms  asked  Mulzet 
to  7vad  during  Masses, 
including  Midnight 
Mass  on  Cliristmas 
Eve  at  St.  Patiick's 
Cathedtnl.  "I  write  tc 
him  and  tellhim  what 
I'm  doing," Mulzet 
says  of  tlieir friend- 
ship. "He  is  a  very 
good  man." 


When  Cardinal  Terence  Cooke  of  New  York 
died,  Archbishop  John  O'Connor  came  to 
take  his  place.  At  the  time,  I  was  working  at 
City  University,  where  there  was  a  welcom- 
ing party  for  O'Connor.  I  didn't  know  O'Connor  or 
Monsignor  John  McCarthy,  O'Connor's  right-hand 
man.  They  came  to  the  party  in  a  big  black  limou- 
sine. That  was  the  first  time  I  met  my  friend-John 
O'Coimor 

I  had  my  picture  taken  shaking  hands  with  my  new 
friend.  There  were  a  lot  of  people  there  that  day.  but  I  was 
the  only  one  that  got  his  blessing.  Only  me— but  then  no 
one  else  asked  him! 

When  the  cardinal  left  1  helped  him  put  on  his  coat  iuid 
I  walked  with  him  outside  and  talked  to  him  about  Cardi- 


nal Cooke.  I  was  happy  he  was  here,  but  I  was 
sorry  that  Cardinal  Cooke  died.  I  opened  the  door 
and  helped  him  into  the  limousine.  Ever  since  that 
day,  me  and  Cardinal  O'Connor  have  been  good 
friends. 

The  first  Mass 

In  October  of  1989,  Cardinal  O'Connor 
told  one  of  the  sisters  at  Catholic  Chari- 
ties he  wanted  someone  to  read  at  the 
special  Mass  for  the  handicapped.  She 
asked  me  to  do  it.  One  of  the  sisters  at 
Catholic  Charities  practiced  with  me.  I 
could  not  read  it  right  away  One  sister 
said,  "You've  got  to  read  this  right 
because  the  cardinal  said  he  wants  you 
to."  I  went  home 
and  practiced. 

I  was  not  scared 
on  the  day  of  the 
Mass.  I  waited  for 
my  time  and  I  read 
it  and  it  was 
beautiful. 

Midnight  Mass 

A  few  days  later,  a 
sister  from  Catholic 
Charities  called, 
"Jimmy,  the  cardinal 
wants  you  to  read 
again  at  Midnight 
Mass  for  Christmas 
at  St.  Patrick's 
Cathedral."  I  prac- 
ticed and  practiced. 
I  was  not  a  good 
reader  at  the  time.  I 
did  not  learn  reading 
very  well  at  school. 
The  night  came.  My  hands  were  sweaty  The  cardinal 
was  there.  As  soon  as  I  saw  him,  I  knew  everything  was 
alright.  I  was  so  happy 

When  it  was  my  tiun.  1  wasn't  nervous.  I  took  my  time. 
I  stalled  to  read  and  did  it  without  stopping!  I  know  I 
made  the  caidinal  happy  After  Mass,  we  all  went  to  liis 
residence  ai;d  had  a  little  party. 

ronli)nu-(i  on  imjr  S(i 


After  speaking  at  Woiid  Yo^ith  Day  in  1993 
in  Denver,  Colomdo,  Mulzet  was  hugged 
and  blessed  by  Pope  John  Pazd  II. 
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''I'd  like  to  meet  the  pope" 

Two  or  three  weeks  later,  I  went 
right  up  to  the  cardinal  and  said, 
"Your  Eminence,  can  you  do  some- 
thing for  me?"  I  told  him  I'd  like  to 
meet  the  pope  and  tell  him  about 
my  disability.  He  said,  "We  will  see." 

I  know  the  cardinal  and  Mon- 
signor  McCarthy  tried  to  find  a  way 
to  send  me  to  Rome.  But  there  was 
no  one  to  take  me.  I  called  Mon- 
signor  McCarthy  every  week  to  ask 
about  the  pope. 

Then  one  day  we  found  out  the 
pope  was  going  to  Denver  for  World 
Youth  Day  (WYD)  in  August  1993. 

I  asked  Cardinal  O'Connor  if  I 
could  go.  A  few  days  later  I  got  the  call;  I  was  going. 

Most  of  the  people  I  was  going  w  ith  told  me,  "We're  just 
going  to  WYD.  We're  not  going  to  meet  the  pope.  If  you 
want  to  meet  him,  you'll  have  to  talk  to  Cardinal  O'Con- 
nor or  make  some  other  arrangements." 

Meeting  the  pope 

I  got  a  call  from  the  WYD  office.  Cardinal  O'Connor  rec- 
ommended that  I  speak  in  Denver  at  the  candlelight  vigil 
with  the  pope.  I  was  so  excited.  My  face  lighted  up. 
That  is  when  everyone  started  contacting  me.  I  was  in 


A  participant  in  the  Special 
Olympics,  Mulzet  often  speaks  on 
behalf  of  the  games. 


the  Neiv  York  Post  and  on  the  radio  and 
television.  Everyone  wanted  to  interview 
me.  It  made  me  feel  very  special. 

On  Friday  morning,  I  was  taken  to  Chero- 
kee State  Park  where  we  rehearsed  for  the 
candlelight  vigil. 

The  next  day— the  biggest  day  of  my 
life— was  Saturday,  Aug.  14.  There  were  a 
lot  of  people  at  the  candlelight  vigil;  more 
than  200,000. 1  was  on  the  stage  with  the 
priests,  cardinals  and  bishops.  I  saw  three 
helicopters  coming.  The  pope  was  in  one. 
They  landed  in  a  field.  And  then  the  pope's 
car  pulled  up  to  the  stage's  back  entrance. 
The  crowd  was  yelling  like  he  was  a  king. 
I  was  the  fourth  person  who  was  going  to 

 talk  about  their  faith  in  God.  We  were  told 

we  only  had  two  minutes. 

When  it  was  my  turn,  I  walked  out  and  I  saw  the  pope 
sitting  there.  I  spoke  for  exactly  seven  and  a  half  minutes. 
I  had  to  say  how  much  I  loved  God.  Then  I  turned  and 
bowed  to  the  pope.  He  picked  up  his  hand  and  told  me  to 
come  to  him. 

There  were  three  steps  up  to  his  seat.  Someone  helped 
me  up  the  stairs.  When  I  got  there,  the  pope  gave  me  such 
a  big  hug.  The  biggest  hug  that  you  ever  saw! 

A  few  people  got  to  touch  the  pope,  but  he  did  not  give 
them  a  big  hug.  When  I  gave  him  a  hug,  I  patted  him  on 


SCHOLARSfflPS  AVAILABLE 

Up  to  five  college  scholarships  are  being  offered  for  the  fall  of  1995  for  a  four-year 
period.  Each  scholarship  provides  $3,000  per  year  ($  1 2,000  total)  to  each  student. 
Only  current  high  school  seniors  and  college  freshmen  will  be  considered. 

Applicants  should  be  physically  challenged,  in  a  wheelchair,  and  could  not  attend 
college  without  this  help. 

All  young  men  and  women  will  be  considered  without  regard  to  race,  color,  creed,  or 
state  of  residence.  A  private  interview  is  not  required. 

We  require  a  500-word  "statement  of  need"  explaining  your  physical  condition, 
educational  background,  and  financial  status.  For  scholarship  application,  write  to: 

"Doc"  and  Alicia  Keim,  Chairscholars 
Silver  Dollar  Ranch,  No.  38 
Odessa,  FL  33556 

(813)920-2737  ■ 
Deadline  Jan.  15, 1995  OVif^hairSChOlarS 
"Helping  physically  challenged  students  in  chairs  go  to  college.  " 
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the  back  and  that  is  when  he  handed  me  rosary  l)eads  and 
a  cross.  That  is  when  I  wanted  to  stand  up  there  and  tell 
him  about  my  disability.  But  I  could  not  chit-chat  with 
him.  Maybe  I  can  one  day  in  Rome. 

The  Pope  said,  "God  loves  you."  That  made  me  very 
special  and  very  blessed. 

"In  the  peace  of  Christ^' 

When  Cardinal  O'Connor  went  over  to  Rome  '.  ,:ter  that,  he 
brou;^ht  back  a  letter  and  a  picture  of  me  and  the  pope 
hugging.  It  was  signed,  "In  the  peace  of  Christ." 

I  have  realized  why  God  made  me  the  way  I  am.  He 
wants  me  to  go  out  and  share  the  Gospel.  It  is  like  God  gave 
me  a  special  gift  that  no  one  else  has.  I  am  one  of  God's  spe- 
cial children. 

My  soul  feels  very  peaceful  now,  lots  more  than  it  did 
before  this  wonderful  experience  ever  happened  to  me. 
My  body  is  calmer.  I  don't  get  excited  like  I  did  before.  I 
just  let  things  come  to  me  witli  the  love  of  Christ.  I  know 
whatever  God  wants  me  to  do  he  will  tell  me  in  his  own 
special  way.  Now  I  want  to  tell  everybody,  "Whatever  you 
want  to  do  in  life,  do  not  give  up.  P^y  to  God  and  God 
will  help  you  because  He  loves  you." 

nie  original  version  of  this  aHicle — "Jimmy  MulzeVs  LiJ'e- 
long  Dream  Comes  Tnie:  As  told  to  his  friend.  Sister 
Bemadette  Dou-nes,  CLJ"—fi)st  appeared  in  NCPD  Natios.m. 
Ui'DATK,  the  neiesletter  of  the  National  Catholic  Office  for 
Peisons  irith  Disabilities. 
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Children's  Specialized  Hospital  is  dedicated  exclusively  to 
serving  the  special  needs  of  children  and  adolescents. 
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'ing  the  spec 

•  Child  Stud)  Team 

•  Learning  Disabilities 

•  Attention  Deficit  Disorder 

•  Early  Intervention /Prc-Schixil 

•  Speech  and  Hciiring 

•  Psychological  Services 

•  Rehab  Technology 


•  Occupational  Therapy 

•  Physical  Therapy 

•  Cognitive  Remediation 

•  Day  Hospital 

•  Recreational  Therapy 

•  Augmentative  Communication' 
Computer  Evaluation 

•  Nutritional  Counseling 
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•  Remote  hand  control  calls  the 
Handi-Move  to  your  bedside. 

•  Patented  gripping  system 
assures  a  safe,  secure  fit. 

•  Shoulder  strength  not  needed. 

•  Leaves  your  seat  unobstructed. 


>  Choice  of  overhead  track  or 
free-standing  movable  unit. 

>  Streamlined  design  permits 
lifting  even  where  the  celling 
is  low. 

» Rugged  construction  and 
2-year  warranty. 


tiandi-move  ^ 

982  Route  1-Pine  Island,  NY  10969 
(800)  724-5305 


Cinsle  #  35 


FREE  SAMPLES 


Save  up  to  60%  on  Disposable  Diapers 
And     Will  Deliver  Right  to  Your  Door 


To  order,  call  toll-free 

1.800-777-lin 

24  Hour  Service 
Ask  about  our  complete  catalog  including  Depend, 
Attends,  At  Ease,  Comfort  Dry,  Ultra  Shield,  Dri  Pride, 
Promise  and  No-Rinse  Products 

Woodbury  Products,  Inc. 

4410  Austin  Boulevard  -  Dept.  250 
Island  Park.  New  York  1 1558 
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FAITH  GROUP  RESOURCES 


This  directory  has  been  adapted  frorri  one  in  Dimensions  ofFaitti  and  Con- 
gregational Ministries  wittt  Persons  witii  Developmental  Disabilities  and 
their  Families,  a  Bibliograptiy  and  Address  Listing  of  Resources  for  Clergy, 
Laypersons  Families  and  Service  Providers,  1994  Edition  This  vast  60-page 
bibliography  was  compiled  and  published  by  the  Religion  Division  of  the 
American  Association  on  Mental  Retardation  (AAMR)  in  cooperation  with 
The  University  Affiliated  Program  of  New  Jersey/UMDNJ,  Building  Community 
Supports  Project.  The  complete  bibliography  may  be  purchased  for  $1 0  from 
AAMR  Religion  Division,  31  Alexander  Street,  Princeton,  NJ  08540. 

Using  this  directory 

For  ease  of  use,  resources  are  listed  by  denomination  and/or  faith  group. 
Interfaith/lnterdenominational  resources  are  listed  at  the  end.  However, 
please  note  that  many  denomination -specific  organizations  aljo  serve  as 
interdenominational  or  interfaitti  resources;  those  in  ttiis  category  are 
identified  by  an  asterisk  {*)  following  the  group's  name.  Therefore,  individual 
readers  may  find  useful  resources  ttiroughout  the  list. 

The  numbers  following  each  organization's  listing  correspond  to  services 
listed  in  the  key  and  provided  by  that  group. 

Updates  to  come 

The  compilers  of  the  bibliography  have  not  yet  identified  resources  for  chil- 
dren and  adults  with  disabilities  in  some  faith  groups.  Exceptional  Panent  is 
eager  to  hear  from  any  national  faith  group  resources  that  have  been  omit- 
ted from  this  directory;  as  additional  information  becomes  available,  the 
directory  will  be  updated. 

American  Baptist  Churches,  USA      {  Church  of  Christ 


National  Ministries  Resources* 
PO  Box  851 

Valley  Forge.  PA  19482-0851 
(610)768-2464 
(610)  768-2470  (FAX) 
2.5.6.7,8 


Christian  Church  (Disciples  of  Christ) 

National  Benevolent  Association 
11780BormanDr,  Ste135 
St  Louis,  MO  63146-4157 
(314)  993-9000 
(314)  993-9018  (FAX) 
5,4,5,5 


Christian  Reformed  Church 

Committee  on  Disability  Concerns* 
2850  Kalamazoo  Ave  SE 
Grand  Rapids.  Ml  49560 
(616)246  0837 
(616)246-0834 
1.2.3.4.5.6.7.8 


Church  of  the  Brethren 

Association  ol  Brethren  Caregivers* 

1451  Dundee  Ave 

Flgin,IL  60120 

(800)323-8039 

(708)  742-5100,  ext  275  (TTY) 

(708)  742-6103  (FAX) 

2.4.5.7.8 


Ctiristian  Ctiurcti  Foundation 
!     for  the  Handicapped* 
I  PO  Box  9869 
]  Knoxville,  IN  37940 
j  (615)579-0883 
I  (615)  579-0942  (FAX) 
j  1.2.3.4.5.6,7.8 
I 

Church  of  Jesus  Christ  of 
Latter-day  Saints  (Monnons) 

i  The  Ctiurcti  of  Jesus  Ctirist  of 

I     Latter-day  Saints  Special  Curriculum* 

I  Churcti  Office  BIdg 

j  50  E  North  Temple,  24th  Fl 

j  Salt  Lake  City.  UT  84 150 

!  (801)  240-2477  (VoicemY) 

I  (801)  240-1727  (FAX) 

I  1.2.4.5.7.8 

Church  Of  the  Nazarene 

!  Ctiiidren's  Ministries* 
■  6401  Ttie  Paseo 
;  Kansas  City,  MO  64131 
:  (816)333-7000 

(816)  333-4439  (FAX) 
I  1.2.3.4.5.6.7.8 

,  The  Episcopal  Church 

,  Diocesan  Office  on  Ministry  wilfi  f'eisons 

witfi  Handicaps 
j  c/o  St  James  Episcopal  Churcti 
I  3225  E  MInnefiaha  Pkwy 
!  Minneapolis,  MN  5541 7 
;  (612)729-5322 
^55.5 


Evangelical  Covenant  Church 
in  America 

Covenant  Resource  Center 
3200  W  Foster  Ave 
Cfiicago,  IL  60625 
(800)338-4332 
(31 2)  478-2622  (FAX) 
5.6,5 

Evangelical  Lutheran  Church 

Disability  Ministries 
Division  for  Church  in  Society 
8765WHigginsRd 
Chicago,  IL  60631 
(800)  638-3522,  ext  2692 
(800)  442-3522  (TfY) 
(312)  380-2707  (FAX) 
2,3,55 

Martin  Luttier  Home  Society, 

Resource  Center* 
Mill  Towne  BIdg 
650JSt,Ste305 
Lincoln,  NE  68508 
(800)  443-4899 
(402)434-3250 
(402)  434-3253  (FAX) 
1.2.3.4.5.6.7.8 

JAF  Ministries* 

PO  Box  3333 
Agoura  Hills,  OA  91 301 
(818)707-5664 
(818)707-2391  (FAX) 
1.2.3.5.7.8 

Jewish 

Association  of  Jewish  Special  Educators 

Special  Education  Center 

Board  of  Jewish  Education 

426  W  58th  St 

NewYork,  NY  10019 

(212)245-8200 

(212)  247-1957  (FAX) 

1.2.3.4.5.8 

Council  for  Jev/s  with  Special  Needs* 

32  WCoolidge.Ste102 

Phoenix,  AZ  85013 

(602)  277-4243  (VoicemY) 

(602)  266-7875  (FAX) 

1.2.3.4.5.6.7.8 

National  Jewish  Council  for  the  Disabled 
YACHAD  for  the  Developmentally 

Disabled 
Our  Way  for  the  Jewish  Deaf 
c/o  Orthodox  Union 
333  7th  Ave 
NewYork.  NY  10001 
(212)563  4000.  ext  229  (YACHAD) 
(21 2)  563-4000,  ext  234  (Our  Way) 
(21 2)  564-9058  (FAX) 
YACHAD:  1.2.3.4.5.9  (devebpmenlal 

delays) 
OurWay  3.4.5.9  Ideal) 


KEY 


1  Specialized  curricula  for 
religious  education 

2  Disabili^  awareness  materials 

3  Newsletter  or  other  periodical 

4  Consulta(ions  to  local  non- 
religious  organizations 

5  Consultations  to  local 
congregations 

6  Referrals  to  other  resources 

7  Serves  people  from  other 
faiths/denominations 

8  Serves  all  disability  groups 

9  Serves  specific  disabilities  only 


Union  ol  American  Hebrew 
Congregations  (Reform) 
Liheyot  Advisory  Committee 
Department  of  Education 
838  5th  Avenue 
NewYork,  NY  10021 
(212)249-0100 
(212)  249-2407  (FAX) 
1.2.3.5.6.8 

United  Synagogue  of 

Conservative  Judaism 
155  5th  Ave 
NewYork.  NY  10010 
(212)  533-7800.  ext  2300 
(212)  353-9439  (FAX) 
2.5.6.8 

Mennonite  Churches  In  USA 
&  Canada 

Mennonite  Mutual  Aid* 

Advocacy  and  Educational  Resources 

Department 
11  ION  Main  Street 
Goshen.  IN  46526 
(800)  348-7468 
(219)  533-5261  (FAX) 
2.3.5,78 

Moravian  Church  In  America 

c/o  Linda  Marsh* 
2718  Winslow  Lane 
Winston-Salem,  NC  27103 
(910)768-8923 
2.6 

The  Presbyterian  Church,  USA 

National  Ministries  Division,  Health, 

Education,  and  Welfare  Association 
100  WitherspoonSt 
Louisville.  KY4U202- 1396 
(502)  569-5800 
(502)  569-8034  (FAX) 
25.5.5 
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Reformed  Church  in  America 

United  Methodist  ohurcn 

Office  for  Education  and 

Tlie  General  Board  of  Global  Ministries* 

Faith  Development 

Health  and  Welfare  Ministries  Program 

4500  60th  St  SE 

Department 

Grand  Rapids,  Ml  49512 

475  f^iverside  Dr,  Rm  350 

(616)698-7071 

New  York,  NY  101  lo 

(616)  698-6606  (FAX) 

(212)  870-3870 

5.8 

(212)749-2641  (FAX) 

(212)  870-3709  (TfY) 

The  Roman  Catholic  Church 

■  1.2.3.4.5,6.7.8 

Center  for  Ministry  with  Disabled  People' 

University  of  Dayton 

Interdenominationat  and 

Dayton.  OH  45469-0317 

Interfaith  Resources 

(513)229-4325 

American  Association  on  Mental 

(51 3)  229-4000  (FAX) 

Retardation/Religion  Division" 

2.4.5.7.8 

31  Alexander  Rd 

Princeton,  NJ  08540 

National  Apostolate  with  People 

(908)235-4447 

with  Mental  Retardation 

2.3.7.8 

4516  30th  St  NW 

Bethesda  Lutheran  Homes  and  Services* 

Washington,  DC  20008 

:  National  Christian  Resource  Center 

(800)736-1280 

700  Hoffman  Dr 

(202)  686-6716  (FAX) 

Watertown,  Wl  53094 

1.2.3.4.5.6.9  (mental  retardation) 

(800)  369-4636 

1.2.3.5.6.7.8 

National  Catholic  Office  for  Persons 

v;ith  Disabilities 

Christian  (Council  for  Persons 

PO  Box  291 13 

with  Disabilities* 

Washington.  DC  20017 

7120WDoveCt 

(202)  529-2933  (VolcemY) 

Milwaukee,  Wl  53223 

(202)  529-4678  (FAX) 

(41 4)  357-6672  (vOice/rAX) 

1.2.3.5.6.8 

1.2.3,5.6.7.8 

Southern  Baptist  Convention 

Healing  Community* 

Baptist  Sunday  School  Board* 

521  Harrison  Ave 

127  Ninth  Ave  N 

Claremont.  CA91711 

Nashville.  TN  37234 

(909)  621  -6808 

(615)251-2673 

(909)  399-5532  (FAX) 

(615)  251-3866  (FAX) 

1.2.4.5.7.8 

;,24.5,7.8 

National  Council  of  Churches  of  Christ 

Jnited  Church  of  Canada 

in  the  USA* 

c/o  Sharon  Sanderson" 

Education  for  Christian  Life  and  Mission 

91  -3520  Downpatrick  Rd 

475  Riverside  Dr 

Ottawa,  ON  KW  8T4 

New  York,  NY  10115 

Canada 

(212)  870-2227 

3.4.5.6.7.8 

2.3.6.7.8 

United  Church  of  Christ 

National  Organization  on  Disability" 

United  Church  Board  for  Homeland 

'  Religion  and  Disability  Program 

Ministries* 

.  910  Sixteenth  St  NW.  Ste  600 

700  Prospect  Ave 

\   WaSrHnylOn,  UL<  iUUUD 

Cleveland.  Ohio  441 15-1100 

'  (202)293-5960 

(216)736-3272 

(202)  293-5968  (TIY) 

(216)  736-3803  (FAX) 

'  (202)  293-5968  (FAX) 

1.2.5.6.7.8 

:  2,5,6.7.8 

CHRISTOPHER  BOUSLOG 

Christopher  is  nearly  three  years  old  now — 
he  walks,  talks  and  loves  to  play!  He  has  an 
infectious  laugh  and  hugs  everyone  he 
meets.  Christopher  also  has  Down  syndrome. 

When  an  amniocentesis  revealed  that  Christo- 
pher would  be  bom  with  Down  syndrome,  his 
father  left  his  mother,  Teri,  to  await  Christopher's 
birth  alone.  Fortunately,  Teri  was  a  member  of  a 
church  with  an  active  Disabilities  Ministry.  Because 
this  was  a  difficult  pregnancy,  Teri  was  put  on  bed- 
rest early.  The  church's  Disabilities  Ministry  secured 
a  place  in  the  church  preschool  for  Christopher's 
older  brother,  and  took  him  to  and  from  school 
every  day.  Volunteers  cleaned 
Teri's  house,  prepared  meals 
and  did  the  laundry. 

During  these  first  years  of 
Christopher's  life,  the  volunteers 
and  staff  of  the  Disabilities  Min- 
istry have  provided  Teri  with 
free,  quality  respite  care  and 
supported  Christopher's  suc- 
cessful inclusion  in  Sunday 
school.  They  have  also  supplied 
funds  for  Teri  and  her  boys  to 
attend  retreats  designed 
specifically  for  families  that 
have  a  member  with  a  disabil- 
ity and  helped  church  members 
understand  the  challenges  of 
raising  a  child  with  a  disability. 

Christopher  has  become  the 
darling  of  the  preschool  set, 
and  has  won  the  hearts  of  the 
whole  congregation.  Most 
importantly,  Christopher  is  an  accepted  and  appre- 
ciated member  of  his  large  church  family,  and  has 
taught  pastors  and  peers  alike  the  meanings  of  per- 
severance, patience  and  unconditional  love. 

—jane  L  Simmons 


Teri  and  Christopher 
Bouslog  greet  their 
"fans"  after  playing 
the  roles  of  Mary 
and  the  baby  Jesus 
in  a  Christmas  musi- 
cal production  at 
Crossroads  Christian 
Church  in  Corona, 
California. 
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f»cQgrdzinglliatpei3<HU^t^ 
inilcj^  ^  to  the  life  aftd  itunistiy  of  the  church, 
'  the  Nalionai  ComKil  of  Churches  of  Christ  (NCCC), 
|C<Mnnutt€e  pa  Disabilities  seeks  wholeness  in  the 
t^^urch    promoting  full  inclusion  and  piiiticipation 
of  all  persons. 

•n*©  KCCC  Committee  on  Disabilities  is  is  ccmsorllum 
of  reiH«9entaUves  appoint^  by  their  denominations  to 
"MBTve  m  8.  "think  tank"  in  the  area  of  disaUIities. 

The  ccmunittee  also  engages  the  ejcpertise  of  consul- 
tants who  voluntarily  asaist  its  work  in  the  areas  of 
^bhi  martW^l  thW»,  ■wntnanfAw- 


tw»l  ediH^on,  family  issU^  l^^slativ^  isaww*  : 
research  and  evaluation.    ■■'■_■■'■<,  ■■  Ay"l-,i.;X;v';^.:;'v;,:.; 

Th6  collective  work  of  the  co«^ 
demMtninaOonal  conirnitinent  ftt^rc^i^^ 
tk>n  base  tlirough  sltaring  aiMl^ 
program  models,  research  studies,  dtBi^aiiiiwtkMwl  pri- 
orities and  poiidfes.  Il«s  cbniimi^  SNnflifAsft- 
tioits  to  participate  in  Joint  prc^fcto  siidK  a»  )«Mte^^ 
conferences,  media  develtjpmcnt  and  oonmltiidipra. 

For  moi«  Infornwtion  coiitact  Naiaowl  CtwTK^ 
Churches,  MinlHlries  in  C^prtlan  EdtKaattc^ 
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RAISA  PUHACZ 

k    Ay  eight-year-old  daughter, 
lV/|  Raisa,  has  tuberous  sclercsis. 
I  ▼   iShe  has  seizures.  She  cannot 
walk  or  communicate.  She  needs 
someone  to  take  care  of  all  her  per- 
sonal needs.  Despite  these  obstacles, 
I've  always  wanted  Raisa  :o  partici- 
pate in  the  same  activities  as  her 
peers. 

My  husband,  Ihor,  and  i  are  mem- 
bers of  St.  Josephafs  Ukrainian 
Catholic  Church  in  Bethlehem,  Penn- 
sylvania. Three  years  ago,  an 
announcement  in  the  church  bulletin 
encouraged  all  parish  families  to 
enroll  their  children  in  religious  edu- 
cation classes. 

I  wanted  Raisa  to  be  a  part  of  those 
classes.  I  wanted  her  to  make  her  First 
Communion — ^just  like  her  cousins. 
But  I  wasn't  sure  what  our  pastor. 
Father  Daniel  Gurovich,  would  think. 
I  called  him  to  ask  if  Raisa  could  be 
included. 


Students  (left  to  right)  Nestor 
Hrycenko,  Andrew  Bebler  and  Raisa 
Puhacz  join  their  religion  teacher, 
Mary  Rybak,  for  opening  prayers  in 
religion  class  at  St.  josephat's  Ukrain- 
ian Catholic  Church. 

"I  just  assumed  you'd  enroll  Raisa," 
he  said  quite  simply.  "And  if  you 
didn't,  I  was  going  to  call  and  insist 
she  attend." 

Then  I  began  to  worry  about  the 
children  in  Raisa's  class.  Would  they 
like  her?  Had  they  ever  been  around  a 
child  with  a  disability? 

I  prepared  a  speech  to  introduce 
Raisa  to  the  other  children.  As  the  first 


day  of  class  approached,  I  became 
more  and  more  nervous.  As  executive 
director  of  The  Arc  of  Lehigh  and 
Northampton  Counties,  I  give 
speeches  all  the  time.  But  this  one  was 
making  me  more  nervous  than  I'd 
ever  been. 

When  I  began  speaking,  a  young- 
ster raised  his  hand  and  said,  "I  know 
all  about  disabled  kids;  I  go  to  school 
with  them."  I  didn't  need  to  say 
another  word — Raisa  was  a  part  of  the 
class. 

When  I  picked  Raisa  up  after  that 
first  class,  her  teacher  said,  "Remem- 
ber that  boy  who  said  he  knows  all 
about  kids  with  disabilities?  At  closing 
prayer,  Andy  said.  Thank  you,  God, 
forgiving  Raisa  such  a  nice  smile.'" 

When  I  reached  the  car,  tears  filled 
my  eyes.  I  cried  all  the  way  home. 

Last  May,  Raisa  made  her  First  Com- 
munion with  her  classmates.  She 
wasn't  given  any  special  recognition. 
She  was  treated  like  a  typical  kid — all 
we'd  ever  wanted. 

—  Stephanie  Hnatiw 


Barrier  Free  Lifts 


BARRIER  FREE  CEILING  LIFTS  ARE 

•  Used  independently! 

Most  physically  challenged  people  can 
transfer  themselves  unassisted. 

•  Air  tube  controlled! 

No  electricity  to  the  user! 
No  chance  of  being  shocked! 
Can  operate  while  in  v/ater! 

•  Multi-directional! 

Vertical  &  horizontal  motion  at  the  push 
of  a  button. 

•  Battery  operated  &  no  maintenance! 

Batteries  are  automatically  recharged 
each  time  the  lift  is  used. 

Helping  You  Achieve  Greater  Mobility 
Barrier  Free  LiftSf  Inc. 

P.O.  Box  4163  •  Manassas.  VA  221 10 
(703)  361-6531  •  FAX  (703)  361-7861 
1-800-582-8732 
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PARENTING 


For  the  Love  of  Peter 

"While  trying  to  nurture  his  gifts,  I  discovered  my  own. " 


'i    by  Ginny  Thomburgh 


Iet  me  tell  you  about  our  son  Peter.  He  is  34  years  old 
and  just  over  six  feet  tall.  He  has  dark  hair  and 
thoughtful  eyes.  My  husband,  Dick,  and  I  agree  that 
■  Peter  is  the  most  handsome  of  our  four  grown  sons. 
He  is  an  avid  baseball  fan  and  roots  for  both  the  Pirates 
and  the  Phillies.  He  lives  with  a  roommate  in  an  apart- 
ment in  Harrisburg,  Pennsylvania,  and  attends  church  reg- 
ularly. 

Maybe  what  I  appre- 
ciate most  about  Peter 
is  his  quiet,  unclut- 
tered faith.  Three 
years  ago  on  Christ- 
mas Eve  when  my 
mother,  Dick,  Peter 
and  I  were  seated 
around  the  dirmer 
table,  I  decided  it 
would  be  a  good  idea 
if  we  each  took  a  turn 
and  talked  about  what 
Christmas  meant  to  us. 

"Peter,  what  is 
important  about 
Christmas?"  I  asked. 
There  was  a  long 
silence.  Finally  Peter 
spoke. 

"Jesus,"  he  said. 
That  was  all. 

What's  so  surprising 
about  any  of  this? 

Nothing,  really,  except   

that  Peter  has  severe  mental  retardation. 

When  Peter  was  four  months  old,  he  was  in  a  car  acci- 
dent. His  mother— Dick's  first  wife — was  killed.  His  two 
older  brothers,  John  and  Da\'id,  sustained  minor  iruuries, 
but  Peter  suffered  extensive  brain  damage. 

When  I  married  Dick  in  1963,  Peter  was  almost  four 
years  old,  still  wearing  diapers.  He  did  not  speak  or  walk. 
Beneath  his  scalp,  a  large  section  of  his  skull  had  been 
removed  to  prevent  additional  pressure  on  tlie  brain.  He 
was  on  medication  for  seiziues  and  was  susceptible  to 
infections.  He  required  constant  cai-e,  but  I  was  a  young, 
energetic  former  schoolteacher,  full  of  optimism. 

We  lived  in  Pittsburgh  at  the  time,  and  we  eiuolled  him 
in  a  private  preschool  for  children  with  special  needs, 
where  the  teac-hers  gave  us  useful  techniques  for  working 
with  him.  Wlien  he  woke  in  the  morning  and  after  naps, 
Peter  was  a  great  babbler  So  we  put  a  tape  recorder 


[Above]  Peter 
Tliombvrgh,  age 
four.  [Right!  The 
Tlimnburgh  broth- 
ers Q'rom  left)  John, 
Peter,  Bill  aiid 
David  enjoy  a  1992 
Christmas  gaUwr- 
ing  at  John's  home 
in  Pittsburgh, 
Pennsylvania. 


beside  his  crib.  Then,  the  school's  speech  pathologist  used 
these  sounds  as  building  blocks  to  develop  Peter's  speech. 

One  morning  when  it  was  still  dark,  Dick  woke  me  up. 
"Listen!"  he  said. 

Peter  was  calling  his  first  word,  "M-ah-ah-m."  Mom. 

What  aboiMt  Peter? 

Peter  was  six  and  a  half  when  our  fourth  son.  Bill, 
was  bom.  Until  then,  we  had  always  had  a  babysitter 
at  home  for  Peter  when  we  went  to  church.  Now 
with  Bill  home  too,  members  of  the  congregation 
began  to  ask,  "When  are  we  going  to  see  that  beauti- 
ful new  baby  of  yours  in  the  nursery?"  What  about 
Peter?  I  thought.  Why  don't  they  ask  about  Peter? 

I  was  hurt  and  angry.  Peter  had  a  right  to  come  to 
church  too.  "We  need  to  welcome  everyone,  includ- 
ing children  with  mental  retardation,"  I  told  the  con- 
gregation. 

We  created  space  in  the  church  for  a  classroom. 
We  found  a  woman  with  a  special  education  back- 
ground, who 
volunteered  to 
teach.  We  put  a 
notice  in  the 
church  bulletin 
and  placed  an 
ad  in  the  local 
paper  Finally 
the  first  Sunday 
came  up.  Only 
one  child 
showed  up — 
Peter 

I  cried  and  cried.  I  felt  humiliated.  What  was  all  our 
hard  work  for?  Did  otlier  parents  of  children  with  mental 
retardation  feel  so  alone?  Were  they  so  accustomed  to 
being  excluded  that  they  couldn't  even  im£^e  a  welcom- 
ing church? 

With  Dick's  encoiu-agement,  I  recruited  children  from 
Peter's  preschool  for  our  church  school.  We  also  became 
involved  with  our  county  chapter  of  the  Association  for 
Retarded  Citizens.  At  one  meeting,  I  was  surprised  when 
an  older  mother  said  ominously,  "Be  prepared.  Tlie  day 
will  come  when  you'll  have  to  fight  for  your  son." 

Pot  holders 

Tiiat  day  cimw  when,  at  age  eight,  Peter  was  ready  to 
enter  the  public  school  system.  I  made  an  appointment  to 
visit  our  district  elementary  school  and  learn  about  their 
Ijrograni  for  children  with  disabilities.  On  a  dark  rainy 
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day,  I  checked  in  at  the  office  of  the  old  brick  building  and 
asked  where  I  might  find  Peter's  class. 

"In  the  basement,"  came  the  reply. 

1  went  down  a  flight  of  stairs  and  througli  a  maze  of 
hallways  to  the  building's  furnace  room.  Barely  concealed 
by  a  makeshift  wooden  screen,  the  furnace  spewed  soot 
into  the  dank,  musty  air-  The  only  daylight  came  from  four 
small  windows  near  the  ceiling.  Seepage  from  rain  ran 
down  the  walls.  Seated  at  two  tables  was  a  group  of  chil- 
dren, aged  six  to  12,  making  pot  holders.  Pot  holders! 

By  the  time  I  returned  upstairs  to  meet  with  the  school 
principal,  I  was  trembling  with  rage.  "This  can't. . .  This 


E 


^ach  child  was  unique  in  God's 
sight.  They  couldn't  be  ignored. 
I  wouldn't  let  it  happen. 


doesn't  seem  to  be  a  very  good  place  for  children,"  I  stam- 
mered. "The  furnace,  the  dampness,  the  lack  of  sunlight, 
the  pot  holders..." 

"Oh,"  he  replied  coolly,  "they  don't  care." 

They  do  care!  I  wanted  to  shout.  And  I  care.  They're 
people  Just  like  you  and  me.  Each  child  was  unique  in 
God's  sight.  They  couldn't  be  ignored.  I  wouldn't  let  it 
happen. 

Becoming  an  advocate 

Joining  forces  with  other  volunteers,  I  set  out  to  see  what 
conditions  were  like  in  our  state's  institutions.  To  oiu-  dis- 
may, the  conditions  we  found  were  wretched. 

At  one  of  the  state's  oldest  institutions,  we  discovered 
residents  deemed  unmanageable  being  kept  in  cages.  One 
adolescent  boy  was  cramped  in  a  metal  box  so  small  he 
couldn't  stretch  his  legs.  The  investigation  that  followed 
our  visit  in  1973  resulted  in  the  firing  of  the  institution's 
superintendent,  the  barming  of  cages  and  state  funding  for 
upgrading  facilities  and  retraining  staff. 

At  another  facility,  residents  were  dying  from  accidents 
and  iryuiies  at  an  alarming  rate.  The  day  before  our  visit, 
a  young  man  who  required  a  diet  of  pureed  food  had 
choked  to  death  on  a  chimk  of  meat.  We  headed 
straight  for  the  school's  kitchen  and  seized  a  sam- 
ple tray,  including  a  portion  of  gristly  meat,  which 
we  later  presented  to  members  of  the  state  legisla- 
ture at  an  emergency  meeting. 

Some  called  us  troublemakers,  but  gradually 
Pennsylvania  established  itself  as  a  leader  in  insti- 
tutional refonii  and  placement  of  people  with  men- 
tal retardation. 

One  day  I  was  called  as  a  witness  for  a  hearing  about  a 
state-licensed  facility  I  had  visited.  As  the  interrogating 
senator  kept  interrupting  me,  demanding  yes  or  no 
answers,  I  became  flustered,  I  felt  my  dieoks  become  hot 
and  tears  fill  my  eyes.  The  worst  moment  came  when  the 
senator  in  charge  leaned  into  the  microphone  and  said 
patronizingly,  "There,  there,  Mrs.  Thomburgh.  We  don't 
want  to  upset  you.  You  may  be  excustKl." 
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Outside  I  vowed.  This  work  is  too  important.  I  will 
never  cry  in  public  again.  And  with  (Jod's  help,  I  haven't 

In  1979,  Dick  was  elected  to  the  first  of  two  terms  as 
governor  of  Pennsylvania  That's  when  I  began  to  grasp 
that  the  advocacy  work  I'd  done  was  little  more  than  a 
drop  in  the  bucket.  Every  day  I  responded  to  letters 
requesting  help,  not  only  for  people  with  mental  retarda- 
tion but  with  other  disabilities  as  well. 

When  Dick's  appointment  as  attorney  general  took  us 
to  Washington,  I  continued  my  advocacy  work  as  director 
of  the  Religion  and  Disability  program  of  the  National 
Organization  on  Disability.  Although  people  with  disabili- 
ties face  architectural  and  communication  barriers,  I 
soon  learned  that  the  most  insurmountable  barrier  is 
prejudice. 

"You  have  to  remember,  Ginny,"  Dick  would  remind  me 
at  the  end  of  a  long  day,  "not  everyone  has  a  Peter  Thom- 
burgh in  her  life." 

Peter  changed  my  life 

The  culmination  of  my  work,  and  the  tireless  advocacy  of 
countless  others,  came  on  July  26, 1990.  On  that  brilliant 
summer  day,  in  an  outdoor  ceremony  on  the  South  Lawn 
of  the  White  House,  President  George  Bush  signed  the 
Americans  with  Disabilities  ...ri,  into  law. 

Standing  in  the  warm  sun,  holding  Dick's  hand,  I 
thought  of  Peter.  While  still  severely  limited,  he  had 
become  much  more  independent — rid'ng  city  buses, 
going  to  church,  sharing  pizza  and  laughter  with  friends  in 
his  supervised  apartment.  He  had  come  so  far.  But  then  I 
was  struck  with  the  most  amazing  thought — So  have  I. 

Because  of  Peter,  I  learned  how  to  fight  for  what  I 
believe.  I  learned  how  to  speak  out  and  stand  up  to  ii\jus- 
tice.  While  trying  to  nurture  his  gifts,  I  discovered  my  own 
gifts  for  conmiunication  and  organization.  Peter  changed 
my  life.  And  for  that  I'll  be  forever  grateful. 

Ginny  Thomburgh  is  the  director  of  the  Religion  and 
Disability  Program  at  the  National  Organization  on 
Disability  (NOD)  in  Washington,  DC.  A  graduate  of 
Harvard  University's  Graduate  School  of  Education  and 
Wlieaton  College  in  Norton,  MA,  Ginny  is  the  editor  of 
Loving  Justice:  The  ADA  and  the 
Religious  Community  and  That 
AiJ.  May  Worship.  She  Ivas 
ivceived  tnany  awards  and  nine 
hxynomry  degrees  for  her  years  of 
community  service. 

Ttwmburgh's  husband,  Dick  is 
counsel  to  the  Pittsbwgh-based 
law  film  of  Kirkpatrick  &  Ijock- 
hart  in  its  Washington,  DC  office.  With  a  public  career 
.spanning  25  years,  he  has  served  as  governor  of  Pom- 
Si/lvania,  attorney  general  of  the  United  States  and 
undersecretary-general  of  the  United  Nations.  Ttie 
nornbwghs  fiavefour  sons  and  five  grandchildren. 

This  article  lias  been  reprinted  ivith  pennissionfwm 
Gi'iDEmsTs  Magazine.  ©U)9S  by  Guideposts  Associates, 
Inc.,  Carmel,  New  York  10512. 
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A  Comprehensive  Look  at  Disability 
Laws  and  tlie  Religious  Community 


Loving  Justice:  The  ADA  and  the  Reugious  Community, 

edited  by  Ginny  Thomburgh,  is  a  companion  volume  to 
That  Aa  May  Worship  (see  sidebar  below).  Both 
$10  books  are  available  thivugh  Excfition^u. 
Parent  Library,  (800)  535-1910. 


Reviewed  by  Robert  C.  Andersou 


ustioe  I 


The  much-anticipated  companion  volume  to 
That  All  May  Wwship  is  now  available — and 
worth  the  wait!  Loving  Justice:  The  ADA  and 
tM Religious  Community  builds  upon  the  foun- 
dation of  its  predecessor  with  particular  emphasis  on  the 
ADA  (Americans  with  Disabilities  Act  of  1990)  c^nd  other 
relevant  disability  laws  as  they  relate  to  the  religious  com- 
munity. 

This  work  is  a  collaborative  product  of  disability  lead- 
ers and  lawyers  from  Christian  and  Jewish  traditions.  The 
groups  are  concerned  with  increasing  the  religious  partic- 
ipation of  persons  with  disabilities.  In  addition,  the  core 
information  will  be  published  under  the  same  name,  Lov- 
ing Justice,  through  denominational  offices  of  the  Roman 
Catholic,  United  Methodist,  Evangelical  Lutheran  and 
Episcopal  faiths. 

That  All  Max  Worship 


I  describes  thi*e  Wbadte  of  ^wri^tt  peojpie  xi^'^^Oly 
tiesfece  itt  becoming  inyolvwl  with  Feligioojm^  v 
Ideas  aboikhow  to  knockthetn, down:  ,  - 

welconiing  8ign.to  pecq?le  w^^toabMl^  J 
  Who  usfe  vrtjwldialrs,  ctuteh«s«"  wsJlkere,  n«utiy  con- 
gregations offer  seating  witK^xtea  leg  itoom  or '*pew 
cut*  Som^  choir  9re«s  ar^  being  nsnovated  to  accontanodate  people 
In  wheelchairs. 

«  CktinatiMMtiomhnptoved  sound  systeinswd  brighter.!^ 
can  hel^  those  >vith  visual  or  hearing  in^painnent8.  Hyi^^ 
books;  pK^jrams  and  Bibles  in  lirge  printor  ftnaiiflel^^^^  $onic 
^congregatkxts  jpiovide  listening  <dta^^  <Mr  twve  tigiil^^ 

■pretera.  :" 

•  Attlttide.  How  can  you  make  a  perwn  with  a  disability  ifeel  wet 
a>med?  "I  think  of  J'eteri  who  has  be^        spedac  i^Hspoi^ 
ties  ftt  his  church,'*  iwys  dinny  ThiMifliin^ 
watier  glasQ  and  helps  with  the  Sunday  school  dhlMi«n,  Alter  the 
service,  he  stral^ns  the  hymtwb  eitid  collects  stii^bull^^  He 
goes  to  church  every  Sutulay  knowing  he  is  needed.  Eichaf.w* 


Highly  readable  in  content  and  presentation,  the  guide 
benefits  from  informed  but  down-to-earth  input  from 

noted  authorities  in  the  fields  of  religion,  dis- 
ability and  the  law. 

"Are  religious  organizations  subject  to  the 
ADA?"  Jim  Brady,  vice  chairman  of  the 
National  Organization  on  Disability,  writes  on 
the  inside  cover.  Contrary  to  popular  belief,  the 
answer  is  a  surprising  "Yes!  And  to  a  higher 
authority  as  well." 

h\  36  concise  pages.  Loving  Justice  informs 
the  reader  of  portions  of  the  ADA  which  do 
indeed  apply  to  religious  institutions.  Chapter  One  offers 
an  easily  digested  summary  of  the  act's  key  provisions, 
along  with  frequently  asked  questions.  The  second  chap- 
ter describes  the  relationship  between  the  ADA  and  other 
legislation.  In  a  narrative  question-and-answtr  format. 
Chapter  Three  addresses  specific  requiremen.s  of  the  law 
pertaining  to  the  religious  commimity.  A  comprehensive 
list  of  resources  and  glossary  of  key  terms  are  included  at 
the  end  of  the  guide. 

Key  concepts,  ideas  and  implications 

Because  our  goverrunent  honors  the  separation  of  church 
-  -  -     and  state,  places  of  worship  and  other  reli- 
gious institutions  have  historically  received 
'  I   exemption  from  governmental  control  while 
^     ^  •    !   remaining  subject  to  the  bounds  of  the  law 

itself  This  delicate  tension  preserves  our  reli- 
gious liberties  while  protecting  the  rights  of 
the  individual  from  the  freedoms  of  other  cit- 
izens. This  relationship  is  not  breached  by 
the  ADA,  although  its  provisions  must  be 
noted  by  religiously-related  entities. 

For  example,  religious  institutions  may  be 
subject  to  the  employment  provisions  of  ADA 
if  they  operate  residential  housing,  daycare, 
health  care  or  formal  educational  programs 
which  provide  services  to  the  community. 
There  are  also  a  number  of  other  instances 
where  ADA  provisions  apply.  Congregations 
and  religiously-affiliated  groups  which  pro- 
vide facilities  for  school  groups,  blood  drives 
or  health  clinics  may  have  compliance  fac- 
txjrs  to  consider.  Religious  groups  which 
operate  senior  citizen  meal  programs  or 
homeless  shelters  niay  also  have  compliaiic-o 
concerns  if  they  operate  imder  the  scope  of  a 
nuinicipal  program  or  receive  federal,  state 
or  local  subsidies. 
Similarly,  religiously-affiliated  colleges  or 
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Hey  Mom,  Now  There's 
A  Break  From  the  Weather 

*^  The 

WeatherBreaker 

A  COLLAPSIBLE  CANOPY  FOR 
WHEELCHAIRS/SCOOTERS 

•  Protects  your  child 
from  the  rain 

•  Shades  your  child 
from  the  sun 

•  Fits  all  wheelchairs 

•  Mount  it  once,  then  put  it  on 
or  take  itoff  in  asnap 

Call  your  local  dealer  today! 
or  order  direct 

800-795-2392 

The 

WEATHERBREAKER"^       Base  Model  $1 15.00 
When  1 .  Manufacturer  and  model  of  Wheel  Chair/Scooter 
Ordering  2.  Choice  of  teal  green,  navy  blue,  cranberry  red  or  charcoal  gray 
Include:  3.  Side  windows  add  $20.00,  Rear  window  add  $10.00 

Checks  -  Money  Orders  -  Credit  Cards  Accepted 
DIESTCO  Manufacturing  •  P.O.  Box  6504  •  Chico,  CA  95927 

Quality  Guaranteed  •  Made  in  the  USA 


Circle  #  262 


An  important  journal  that  brings  together  religion 
and  disability  and  rehabilitation! 


Journal  of 

Religion  in  Disability 
&  Rehabilitation 

innovations  in  ministry  for  independent  living 
Co-Editors:  William  A.  Blair,  DMin 

Chairperson,  Board  of  ihc  Stale  of  Alabama  Independent  Living  Council 

Dana  Davidson  Blair,  RN,  MA 

Writer  and  Lifestyle  Adjustment  Consultant,  Options  Consultanu 
"//  is  about  time  that  a  resource  such  as  this  is  available.  The  journal  has  articles 
which  WILL  LEAD  ONE  TO  GREATER  UNDERSTANDING  AND  CARE 
WITH,  OF,  AND  FOR  PERSONS  WITH  DISABILITIES.  ...The  journal 
will  not  have  a  place  on  my  shelves  but  will  be  on  my  desk  and  reading  table. " 
-Rev.  David  O.  Kyllo.  MDiv,  Director  of  Chaplaiiiq',  Rehabilitation  Institute  of  Chicago 
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other  educational  entities  are  generally  exempt  unless 
students  receive  federal  grants  or  guaranteed  loans.  In 
other  instances,  the  responsibility  for  providing  accessible 
accommodations  and  services  rests  with  the  state  or 
political  jurisdiction.  For  example,  congregations  which 
occasionally  serve  as  polling  sites  for  elections  are  not 
specifically  respoiisible  for  compliance  regulations; 
rather,  the  state  or  local  govenunent  must  ensure  that  the 
polling  sites  they  select  are  accessible. 

One  issue  frequently  raised  by  congregations  is  that 
they  don't  have  any  persons  with  disabilities  who  come  to 
their  facility.  That  may  be  true  simply  because  they  can- 
not get  inside,  or  do  not  feel  welcomed  when  they  enter 
As  with  the  general  public,  17  percent  of  congregational 
members  have  one  or  more  signilicant  disabilities. 

Congregations  which  voluntarily  comply  with  ADA 
requii-ements  are  simply  doing  the  right  thing. 

Theological  and  Moral  Imperatives 

The  heart  of  the  matter  is  not  whether  a  religious  institu- 
tion can  be  exempted  from  legal  compliance;  the  constitu- 
tion, by  and  large,  resolves  this  issue.  For  congregations 
to  embody  the  mission  of  hope  and  love  which  they  so 
fervently  treasure,  tlie  real  challenge  is  to  be  proactive, 
becoming  as  inclusive  as  possible.  "Reasonable  accommo- 
dation" is  a  spirit  of  fairness  and  equity  already  built  into 
the  ADA.  As  stated  in  the  introduction  to  Loving  Justice, 
"If  supermarkets  and  bars  are  more  accessible  than  altars, 
then  we  must  all  bear  the  shame." 

Religious  institutions  do  not  seek  to  exclude  or  make 
persons  with  disabiJities  feel  unwvicome,  althougli  this 
message  is  conveyed — in  very  subtle  terms — more  fre- 
quently than  congregations  would  like  to  admit.  The  reli- 
gious community  prides  itself  as  the  sacred  bastion  of 
God's  love,  where  all  are  accepted  as  equals  in  person- 
hood  and  access  to  the  Divine.  And  yet  many  persons 
have  no  access  to  religious  facilities.  How  can  they  hon- 
estly conclude  that  these  places  of  worship  (and  hence 
God)  really  care  about  them?  This  double  standard  may 
be  covertly  at  work  within  the  faitli  conununity. 

The  message  of  this  guidebook  is  clear,  justice  and  love 
will  triumph  only  when  segregating  walls  are  knocked 
down  and  when  the  barriers  of  architectiu-e,  communica- 
tion and  attitudes  are  removed.  Only  then  will  people  wit  h 
disabilities  become  full  participants  in  the  celebrations 
and  obligations  of  their  faith. 

This  seminal  work  is  a  must-have  for  those  committed 
to  becoming  more  creative,  caring  commimities  of  faith. 

Robert  C.  Aiuioson,  M.Div.,  is  the  director  ofPastomI 
Cure  Services  at  Lakesfiore  Rehabilitation  Hospital, 
RcLife  Relutbilitation  Systems,  in  liiitninfjham, 
Alabama. 

This  reiueiv  oJ'Lnvtsn  Ji '.stici-:  will  appear  in  the -Jovr- 
SAL  or  Rki.khox  asd  I)i.s.nnii.n  y  and  Ri:iiAHii.rr.\ri<)\,  Vol.  2. 
Issue  1  (Haworth  Press),  edited  bi/  Ih:  Williani  A.  and 
Dana  I).  Blair.  For  information  about  the  journal  con- 
tact the  mains,  6473  Pine  Tree  Imuc,  Pinson,  AL  i]5l2{i, 
(205)  081-1457. 
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Buying  and  Converting 

What  you  need  to  know  about  van  lifts  and  ramps 


people  like  Jessica  isolated.  Between 
the  ages  of  14  and  21,  Jessica 
attended  a  residential  school  pro- 
gram. But  when  she  came  home, 
it  was  hard  for  her  to  visit  her  beet 
friend  who  lived  an  hour  away  by  car. 

Now,  Jessica  is  23  and  living  on  her 
own  with  a  live-in  aide.  Jessica  anti 
her  aide  are  adventurous  types,  Vohs 
said.  They  want  to  be  able  to  get  in  a 
car  and  just 
go— they've 
talked  about 


Janet  Vohs  never  thought  about 
learning  to  drive  while  she  was 
raising  her  daughter,  Jessica. 
Because  Jessica  uses  a  wheel- 
chair, Vohs  knew  any  automobile  she 
owned  would  have  to  be  a  cus- 
tomized van  with  a  lift  to  transfer 
Jessica  and  her  wheelchair  in  and  out 
of  the  van. 

"Being  a  single  parent,  I  couldn't 
afford  it,"  Vohs  says.  As  for  a  less 
expensive  car,  Vohs  says  she  lias 
never  had  the  physical  strength  to  lift 
her  daughter  in  and  out  of 
a  car. 

When  traveling  from 
their  Boston-area  home, 
Vohs  and  her  daughter 
would  take  buses,  taxi  cabs 
and  accessible  vehicles 
provided  by  the  Massachu- 
setts Bay  Transit  Authority. 

However,  it  has  not 
always  been  that  simple. 
For  example,  this  summer 
the  two  couldn't  get  a  ride 
to  the  Massachusetts  State 
House— 10  minutes  away 
by  car— where  Jessica  was 
to  testify  at  a  hearing  on  community 
living  for  people  witli  disabilities. 
Instead,  the  two  had  to  make  a  90- 
minute  trip  by  foot  and  wheelchair 
Limited  travel  options  can  leave 

Renting  an  Accessible  Van 

Many  families  rent  an  accessible  van  when  traveling,  when  they  do  not 
own  one  or  when  they  need  one  while  theirs  is  being  repaired. 
.  You  can  find  a  rental  company  which  has  accessible  vans  through  a 
travel  agent  or  in  the  yeUow  pages  under  "TVuck  Renting  &  Leasing 
.  The  cost  of  the  van  rental  will  depend  on  where  you  rent  it,  what  kina 
you  i-ent  and  how  long  you  rent  it  for 

.  Ask  where  the  van  has  to  be  picked  up  and  dropped  off.  Many  rental 
companies  will  deliver  tlie  van  to  you  and  pick  it  up  when  you  are  done. 
.  If  using  a  rental  van  on  vacation,  many  rental  companies  will  provide 
you  with  infonnation  on  lu  cessible  hotels  and  vacation  attractions^  They 
may  also  provide  you  with  information  on  packing  wheelchairs  and  other 
necessities  when  traveling  to  a  destinaUon  by  plane. 


thing  secondhand,"  Vohs  says.  "I  still 
don't  know  how  we're  going  to  pay 
for  it.  And  we  want  a  van  so  we  can 
get  the  wheelchair  in  it." 

Vohs  is  just  one  of  an  increasing 
number  of  people  inquiring  about 
accessible  vans  and  equipment,  says 
Rebecca  Plank,  executive  director  of 
the  National  Mobility  Equipment 
Dealers  Association  (NMEDA),  a  195- 
member  trade  group  of 
accessible  automobile 
and  equipment  dealers. 

"A  lot  of  people  are 
finding  out  the  equip- 
ment is  out  there  and  is 
available  to  them  and 
they  want  to  have  their 
independence  too," 
Plank  says. 


a  cross-coun- 
try trip. 
Vohs  wants  to  buy  them  a  van 
because  the  aide's  car  is  not  in  great 
shape  and  is  too  small  for  Jessica's 
power  wheelchair 
"We're  going  to  have  to  get  some- 


Finding  a  dealer 

•  About  400  equipment 
dealers  nationwide  sell 
and  install  products 
from  any  of  the  more 
than  20  equipment 
manufacturers.  To  find  a  local  dealer, 
check  the  yellow  pages  under  "Van 
Conversion  &  Accessories." 
•  Find  a  reputable  dealer  Ask  to  see 
documented  proof  that  the  dealer 
has  been  trained  by  the  manufacturer 
to  install  its  equipment.  State  rehabil- 
itation offices,  the  Veteran's  Adminis- 
tration and  NMEDA  (800/833^27, 
voice)  may  help  you  find  a  dealer 

Once  you  are  happy  with  a  particu- 
lar dealer,  continue  to  do  business 
tliere.  With  an  ongoing  relationship, 
it  will  be  easier  and  more  comfort- 
able for  you  to  define  your  needs  and 
goals  in  tlie  future. 

What  kind  of  van 
and  equipriiient? 

•  Many  mini-  and  fuU-sizo  vans  allow 
wheelchair  users  to  sit  in  the  <lriver 
and  front  passenger  areas. 

•  Full-size  vans  may  fit  more  than 
one  wheelchair  user. 
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The  choice 
is  easy 


A  Columbia  Toilet  Support 
gives  your  child  independence, 
privacy  and  secure  support 


LOW  BACK  S^YLF:  FOR 
BASIC  TRUNI^SUFPORr 
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The  choice  is  easy  - 
when  you  have  a  choice! 
That's  why  we  offer  5 
models  to  suit  your 
child's  support  needs. 

•  Easy  mount,  easy  off! 
Adjustable  height 

•  Fits  any  toilet:  school, 
home  or  institutional 

/ 


Ask  for  our  FREE  Full  Color  Catalog 
of  Convenient,  Helpful  Products 


It  includes  the  unique 
Columbia  Car  Seat, 
now  crash-tested  for 
children  20  to  102  lbs., 
up  to  5  feet  tall! 

Handsome,  durable  and 
convei  lent  to  use! 

Contact  us  for  your 
nearest  dealer 
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•  If  converting  a  van,  the  adaptive  equipment,  and  in  some 
cases,  the  medical  equipment  you  need,  should  fit  com- 
fortably and  securely  in  tlie  vehicle.  Also,  make  sure  tlie 
van's  roof  is  high  enough  for  the  wheelchair's  sitting 
heiglit,  which  is  the  distance  between  the  ground  and  the 
wheelchair  user's  head  while  seated  in  the  wheelchair 
The  wheelchair  user  should  also  be  able  to  look  out  the 
window. 

•  Certain  vans  and/or  equipment  may  not  work  as  well  as 
others  under  difierent  weather  conditions.  Some  may 
have  problems  in  extremely  cold  or  hot  temperatures. 
Manageability  in  severe  weather  c  onditions  is  another  fac- 
tor to  consider 

Ramps  and  lifts 

•  Decide  whether  you  want  a  lift  or  a  ramp.  If  you  do  not 
have  the  strength  to  constantly  lift  your  child,  a  fully-  or 
semi-automatic  lift  may  be  the  way  to  go.  Fully-automatic 
lifts  usually  allow  the  transfer  of  a  wheelchair  user  v/ith- 
out  the  help  of  someone  else  because  they  lift  and  lower 
electronically  Semi-automatic  lifts  require  you  to  do  part 
of  the  job,  such  as  unfolding  and  refolding  a  part  of  the 
lift.  Many  lifts  come  with  manual  back-up  systems  in  case 
there  ai  e  problems  that  prevent  electronic  operation. 

•  A  ramp  can  be  used  on  all  vans.  Some  ramps  can  be 
bolted  to  the  floor  inside  the  side  or  rear  door.  When  not 
in  use,  the  ramp  folds  up  and  is  stored  just  inside  the 
door.  Portable  ramps— ones  which  are  not  permanently 
attached  to  tJie  van— can  be  repositioned  to  meet  difTer- 
ent  needs.  However,  portal)le  ramps  usually  are  not  as 
strong  and  stable  as  bolted  ones. 

Price 

•  Health  insurance  companies  generally  do  not  cover  the 
purchase  of  accessible  vans  and/or  equipment,  usually 
claiming  they  are  "luxury"  items.  Medicfire  and  Medicaid 
also  do  not  cover  the  costs. 

•  Many  van  manufacturers  offer  rel)ates  ranging  from 
about  $750  to  $1,500  when  converting  one  of  their  vans. 

•  Many  equipment  installers  may  not  cut  the  frame  of  a 
van  to  accommodate  specific  equipment  becaase  this 
could  void  a  manufacturer's  wamuity. 

It  is  hard  to  say  how  much  it  will  co.st  to  buy  ;ui  acc<>,ssi- 
ble  van  or  convert  one.  "Everybody's  disability  is  as  diffid- 
ent as  their  fingeiprint,"  Plank  siiys.  "Tlieir  tnuisportation 
needs  are  that,  different,  too. "  —Marc  S.  Mnlkiu 

rii(ntk.s  U)  Ihcjbllowinn  ccpc/ts  (iml  romitaiiirs  for  Ihrir 
(■(mlrU)iilion,s  lu  Ihi.s  arliclr:  AHLKDATA;  Hcbrrrn  Plank, 
r.rcnilii'c  dircclor  of  the  Nat  ional  Mohilil//  Kuuhnnrul  Ih-al- 
rrs  Association;  Andrew  Goodi/car,  ownn- of  llw  Wheelchair 
Gclairai/sfivuchisc  in  soiillirrn  Florida;  Jclf  llrrinanson, 
Jirst  rice  ptvsidenl  of  The  liman  Corpomlion;  KneclKar 
Mcdnel,  Inc.;  Civw  Rin>r  Industries;  IndependrnI  Mobilili/ 
Si/slenin,  Inc;  liinin  (\)ri)oralion;  lirnno  hnleix'ndeni  Lie- 
ingAids;  the  Ford  Mobil i 1 1/  Molorimi  I'lvgivni;  the  I'hi/si- 
enlhi  (  'hallenucd  Assistance  I'lvgrani  oj  the  ( 'hn/sler 
(hnmivtion;  the  (Jcneivl  Motors  Mobilitii  Pivumni;  (  'aiv 
Concepts;  Vantai/e  Vans  and  WJiceler's  Van  lietdals. 
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CHAMELEON 

This  three-ill-one  stander  for  iiifants 
allows  parents  and  therapists  to  cre- 
ate numerous  positions,  and  changes 
from  a  stander  to  a  stroller  or  high- 
cl\air.  All  positions  keep  the  child 
cradled  against  cushioned  supports. 
Other  features  include  a  removable 
tray  and  a  folding  lightweight  frame. 
The  unit's  colorful  upholstety  is 
removable  and  washable.  All  materials  are  non-toxic. 
J.A.  Preston,  Jackson,  MI  49204 
Circle*  141 


BEEPERKID 

You  can  keep  an  eye  on  your 
child  while  giving  him  or  her 
the  freedom  of  moving  about 
with  BeeperKid.  This  child- 
monitoring  system  is  an 
unobtrusive  device  for  keep- 
ing children  within  a  safe  dis- 
tance, especially  in  crowded 
areas.  The  system  consists  of  two  clip-on  units.  Th  ^  par- 
ent's unit  beeps  and  its  liglit  flashes  when  the  child 
moves  further  than  15  feet  away.  It  works  from  behind 
closed  doors  and  around  comers. 
A+H  International  Products,  Inc.,  I^ng  Beach,  CA 
<)0802 
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BASIC  SIGN  LANGUAGE  FOR  CHIU)REN 

Specifically  designed  for 
children  with  developmen- 
tal delays,  this  Signed  Eng- 
lish video  series  uses  a 
split  screen  to  simultane- 
ously show  a  picture  of  an 
object,  action  or  word  and 
an  individual  demonstrat- 
ing the  sign.  Each  sign  is 
presented  twice  with  time  in  between  for  practice.  Three 
30-minute  videos  presenting  different  vocabulary  groups 
are  available. 

See-Sign  Productions,  Naples,  FLa3963 
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TOE  REMINDER 

If  your  child  requires  med- 
ication or  treatment  duruig 
the  school  day,  this  product 
could  help  the  school  staff 
to  remember  to  administer 
it  to  him  or  her — ^and  up  to 
63  other  students  who 
require  medication.  This  treatment  management  system 
is  designed  to  enable  a  school  policy  of  centralized  med- 
ication control  in  a  self-contained  unit  Audible  alarms 
and  visual  messages  for  each  scheduled  treatment  are 
provided.  The  unit  also  prints  out  a  record  of  the  day's 
treatment  activities. 

Fishbume  International,  Inc.,  Arden,  NC  28704 
Circle*  144 


YOUR  BABY  HAS  DOWN  SYNDROME 

Produced  as  a  tribute  to  Mackenzie 
Sara  Noca,  a  girl  with  Down  syn- 
drome who  died  at  three  months  of 
age,  this  video  is  an  emotional  and 
educational  journey  about  parenting 
a  child  with  Dovm  syndrome.  Fac- 
tual information  and  advice  is  pro- 
vided by  William  Cohen,  M.D.,  direc- 
tor of  the  Down  Syndrome  Center  in 
Pittsburgh. 

Mackenzie  Sara  Noca  Charitable  Trust,  Pittsburgh, 
PA  15239 

Circle  #145 


TOESroCKFONBED 

This  height-acUustable,  age- 
appropriate  bed  is  available 
in  a  rainbow  of  colorful 
finishes  to  fit  the  decor  of 
any  child's  bedroom.  It  has 
crib-type  safety  sides  and  a 
high-low  mechanism  for  both 
caregiver  convenience  and 
child  safety.  The  Stockton  Bed  comes  in  five-,  six-  and 
seven-foot  lengths.  Electric  push-button  models  are  also 
available. 

HARD  Manufacturing,  Buffalo,  NY  14215 
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Tlw  ABLEDATA  database  o/asstst  jve  lechnology  and  nhahilitution  equipment  contains  irtfofirmtion  on  more  than 
19,000  products  for  peisoris  of  all  ages  who  have  a  physkal,  sensoi-y  or  cognitive  disabUity.  Prodvcts  are  chosen  for 
th  i<s  page  by  the  ABLEDATA  stqff  based  on  their  specific  applicabUit.y  to  o?-  design  for  children  with  disabUtties.  'five 
ciyrle  number  in  each  listing  are  to  be  used  on  Exckitionai.  Parknt's  "Free  Product  &  Infoiimation  Cai-d.. " Readers  can 
circle  a  number  on  this  issue's  card  (page  59)  to  get  more  information  on  any  new  prodvet  featured  above.  Please 
allowtlmrtofonrweeksfordeliveryoftheinfoi'mation.  .,,  ■  , 

For  moyv  infonnation  on  assistive  devices,  or  to  submit  ptvducl  infoimatian  for  the  database  (and  possible  inclu- 
sion on  this  imge),  contact  ABLEDATA,  m5  Colesville  Rd.,  Ste.  935,  Silver  Spring,  MD  20910-3319,  (800)  227-0216, 
V/ny,  (301)  588-9284,  V/TTYor(301)  587-1967,  FAX. 
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In  front  of  an  audience 


V  i. 


MICHAEL  PHILLIPS 
is  pretty  quick  on  his  feet. 


I 
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SIBLINGS 


Information  Needs  of  Siblings 


by  Donald  J.  Meyer 

Tliis  article  is  an  excovtfmm  Sibsiioi's:  Workshops  mn 
SiHUS'Gs  OF  Chiwren  WITH  SPECIAL  NEEDS  (Paul  H. 
Brookes,  1994).  This  is  thefinal  of  four  I"  '.'^0 

excerpts  Excephonal  Parent  iviU  publish,  i-  ■.Sibshops;', 
SiBSHOPS  is  available  thivugh  Exceitional  ,'fWoiiuhopsfor'"' 
Parest  Library,  (800)  535-1910. 


SiWingsnf  Children  \. 
wv.h  Spccdl  Needs  \ 


Throughout  their  lives,  brothers  and       ' i    .'i,.  ^ 
sisters  will  have  a  need  for  informa-           ,, \  ^,  • .... 
tion  about  their  siblings'  special  '  
needs. . .  Siblings  need  information  for  reassurance,  to 
answer  their  own  questions  and  questions  posed  by  others 
and  to  plan  for  their  future.  And,  unless  their  brother  or  sis- 
ter has  a  terminal  condition,  informational  needs  will  be 
lifelong. 

Throughout  their  lives,  the  types  of  information  siblings 
need— as  well  as  how  it  is  optimally  presented— will 
vary  with  the  siblings'  age . . . 


Preschoolers 

Preschoolers  need  to  know  that  they  cannot  catch  their 
siblings'  disability,  nor  did  they  cause  tlie  condition. 
These  concepts — while  obvious  to  adults — may  not  be 
cleai-  to  a  young  child  who  has  caught  her  sister's  cold 
and  has  a  preschooler's  sense  of  causality. 

Explanations  of  disabilities  or  illnesses  to  children  at 
this  age  should  be  as  clear  as  possible. . .  One  way  to 
explain  a  disability  is  to  describe  it  in  terms  of  differ- 
ences in  behavior  or  routine.  A  four-year-old  who 
aooompanies  his  two-year-old  sister  to  an  early  inter- 
vention program  may  understand  his  sister's  disability 
this  way:  "Down  syndrome  means  you  have  to  go  to 
school  to  learn  how  to  talk. . While  clearly  incom- 
plete, a  definition  like  this  can  be  the  foundation  for  more 
involved  explanations  at  later  ages. 

School-aged  children 

During  their  gi-ade-school  years,  siblings  need  information 
to  answer  theii'  ovm  questions  about  the  disability  or  ill- 
ness as  well  as  questions  posed  by  classmates,  friends  or 
even  strangers... 

More  so  Uian  preschoolers,  sc-hool-age  children  may 
have  more  specific  questions.  They  may  ask;  "Wliy  can 
sortio  people  with  cerebral  palsy  walk  and  some  can't?" 
"What  does  amniocentesis  mean?"  "Wliat's  physical  ther- 
tipy?  Does  it  hurt?"... 

Teenagers 

Because  they  can  envision  a  life  beyond  their  paients, 
teenagers  and  young  adults  require  additional  information 
about  their  siblings'  future  and  what  role  they  will  play  in 
that  future.  If  piu-ents  have  not  made  plans  by  this  time,  it  is 


critical  that  they  begin  and  encourage  brothers  and  sisters 
to  be  a  part  of  this  planning. . . 

Avoiding  misconceptions 

Some  parents,  seeking  to  protect  their  children  from  the 
sadness  they  are  experiencing,  choose  to  tell  their  children 
as  little  as  possible.  But  when  left  in  the  dark  about  what  is 
happening  to  a  brother  or  sister,  siblings  may  make  up  their 
own  stories  that  are  worse  than  the  truth.  They  may  even 
blame  themselves  for  their  siblings'  conditions.  Obtaining 
information,  then,  can  be  reassuring,  even  comforting... 

With  rare  exceptions,  most  books  and  materials  about 
disabilities  and  illnesses  have  been  created  for  adults. . .  Sib- 
lings are  also  frequently  excluded  from  another  traditional 
source  of  information— teachers,  physicians,  therapists, 
nurses  and  other  service  providers. . .  Relegated  to  waiting 
rooms,  siblings  report  feeling  ignored  or  isolated. . . 

Some  siblings  are  reluctant  to  ask  questions, 
having  witnessed  their  parents'  sadness  about 
the  disability  or  illness.  Wlien  a  child  does 
not  ask  questions,  parents  may  assume  he 
or  she  has  no  interest  in  the  topic.  Sisters 
and  brothers  tell  us  that  parents  must  be 
proactive  in  offering  information. . . 

If  children's  questions  about  siblings' 
special  \eeds  are  answered  in  a  forthriglit 
manner,  and  if  they  are  made  to  feel  glad 
that  they  asked,  they  will  not  only  gain  a 
growing  understanding  of  their  siblings' 
also  become 
may  approach  their 
parents  whenever  they  have  questions. . . 


''■f^-'l FA  I-TT  T^''"'  S'^^S understandmf 

^^•^M             '  special  needs  but  wiU ; 

T'-<^Q^'^  confident  that  they  ma; 

2i f  y^-.  ".-^.-.'r-!-  parents  whenever  they 
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Into  the  loop 

Inviting— but  not  requiring— siblings  to  attend  meetings 
with  service  providers  can  benefit  all  parties.  When 
included,  siblings  can  obtain  helpful,  reassuring  information 
about  a  sibling's  condition,  and  can  contribute  by  proxdding 
information,  and  unique,  informed  (and  frequently  unsenti- 
mental) perspectives  on  Issues  such  as  barriers  to  inclusion 
with  neighborhood  ^e  peers,  or  a  sibling's  ability  to  accom- 
plish household  and  selfK-are  responsibilities. . . 

When  invited  to  meet  with  service  providers,  siblings  are 
brought  "into  the  loop."  A  message  is  sent  to  family  mem- 
bere  and  service  providers  alike  that  brothers  and  sisters 
are  valued  members  of  the  child's  "team."  Including  Uiem 
acknowledges  the  unportant  roles  they  play  in  their  sil)- 
lings'  lives  and,  for  many,  n)les  they  will  have  as  adults. . . 

Donald  J.  Meijer  is  the  director  of  the  Sibling  Supjmrt  Pm- 
ject  at  Childrni's  Hospital  and  Medical  Center  in  Seattle, 
Washington. 
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by  David  Hir8ch,M.D. 

Itansition  to  Oral  Feedings;  Felbamate 


QMy  four-year-old  son  has  a  syn- 
drome called  Cornelia  de  I^ange. 
As  a  result  of  this  condition,  he  was 
bom  with  low  birth  weight  and 
anomalies  (defects  occurring  during 
fetal  development)  of  his  arms  and 
hands.  He  has  a  small  jaw.  He  is  also 
moderately  mentally  retarded. 

He  has  had  significant  feeding 
difficulties  from  the  beginning.  In 
spite  of  considerable  effort  by  my 
husband  and  myself,  we  had  to  place 
a  gastrostomy  "button"  at  about  six 
months  of  age.  However,  over  the 
last  three  years  we  have  continued 
efforts  to  feed  him  orally.  Now,  he  is 
able  to  take  some  of  his  feedings 
orally  but  he  shows  significant  defen- 
siveness  and  aversion  when  oral 
feedings  are  attempted;  he  tries  to 
avoid  the  food  by  turning  his  head 
and  refusing  to  open  his  mouth.  I  ani 
afraid  he  might  aspirate  (breath  in) 
some  of  his  food  because  he  is  fight- 
ing instead  of  swallowing.  Do  you 
have  any  suggestions  on  how  we 
should  proceed?  What  else  should 
we  watch  for? 

A First  of  all,  congratulations  on 
getting  as  far  as  you  have.  It  cer- 
tainly can  be  very  difficult  going  from 
enteral  (tube  feeding)  to  oral  feed- 
ings especially  after  a  few  years. 
About  75  percent  of  children  with 
Cornelia  de  Lange  syndrome,  some- 
times called  Brachmann-de  Lange, 
have  significant  problems  with  feed- 
ing. They  typically  have  marked 
retardation  of  growth  which  makes 
adequate  nutrition  even  more  impor- 
tant. However,  your  child's  weiglit 
should  not  be  a  concern  unless  it  is 
unduly  low  for  his  hoiglit. 

You  have  taken  the  right  steps  in 
attempting  to  feed  him  orally  at  his 
o?<'H  pace.  Speech  and  occupational 
therapists  and  a  dietitian  can  help 
you  develop  a  feeding  program 
specifically  for  your  son. 


I      With  regard  to  aspiration,  this  is 
j  more  often  a  problem  in  infants  with 
j  Cornelia  de  Lange  than  in  older  chil- 
!  dren  with  the  syndrome,  although 
j  precautions  need  to  be  taken  any- 
j  time  there  is  a  potential  risk.  Chil- 
I  dren  with  this  syndrome  also  have  a 
j  higher  incidence  of  other  gastroin- 
j  testinal  problems  such  as  esophageal 
dysmotility  (the  esophagus  does  not 
j  propel  food  to  the  stomach  properly), 
gastroesophogeal  refiux  (the  stomach 
contents  come  back  up  the  esopha- 
gus), hiatal  hernia  (a  small  portion  of 
the  stomach  protrudes  through  the 
diaphragm)  and  esophagitis  (irrita- 
tion of  the  lining  of  the  esophagus). 
Before  continuing  with  more  aggres- 
sive oral  feedings,  your  pediatrician 
may  want  to  evaluate  your  son  for 
these  or  other  potential  feeding  prob- 
lems by  ordering  radiographic  (x-ray) 
studies  or  by  consulting  with  a  pedi- 
I  atric  gastroenterologist.  Appropriate 
1  medical  intervention  for  these  prob- 
I  lems  can  niEike  the  transition  from 
I  enteral  to  oral  feeding  easier  on  your 
i  child  and  yourself, 
i      Feeding  aversion  or  oral  defensive- 
j  ness  are  potentially  significant  prob- 
lems. A  child  who  has  not  eaten 
orally  for  a  long  time  and  has  "forgot- 
ten" how  to  eat  or  who  has  experi- 
enced unpleasant  reactions  to  oral 
feedings,  such  as  choking  or  refiux 


(severe  heartburn  caused  by  abnor- 
mal backflow  of  stomach  contents), 
may  develop  an  avoidance  reaction 
or  aversion  to  oral  feedings. 

Many  people  believe  that  children 
who  are  tube-fed  never  have  a  sense  of 
"hunger"  In  my  experience,  this  is  not 
true.  Their  stomachs  still  empty  and 
they  feel  "hungry"  (unless  they  are  fed 
continuously  or  with  "drip"  feedings). 
However,  the  satisfaction  of  tasting 
food  will  not  be  there  with  tube-feed- 
ing so  you  will  want  to  encourage  this 
feeling  by  offering  foods  that  typically 
taste  good  and  that  have  a  texture  your 
son  can  handle. 

You  miglit  want  to  m£ike  sure  that 
everyone  feeding  your  son  is  aware 
of  his  transition  to  oral  feedings  and 
is  patient  with  him,  but  still  able  to 
feed  him  within  a  reasonable  period 
of  time— usually  30  to  45  minutes 
and  never  less  than  20  minutes. 

Experienced  speech  pathologists, 
occupational  therapists  and  dietitians 
can  be  very  helpful  with  your  son's 
transition  to  oral  feeding.  Again,  go 
at  your  child's  own  pace  to  avoid 
exacerbating  these  problems. 

More  information  about  your  son's 
condition  may  be  obtained  by  con- 
tacting the  Cornelia  de  Lange  Syn- 
drome Foundation,  60  Dyer  Ave., 
CoUinsville,  CT  06022-1273,  (800) 
223-8355. 


Ask  the  Doctor  is  a  regular  department  qf  Exceptional  Par- 
i      e>fT  in  which  questions  are  answered  by  David  Hirsch,  MJ).,  a 
I      pediatridm  and  Tnen)i)er  of  the  Editorial  Advi^yry  Board  qf 
I      ExcemoNALPAimT.  Dr.  Hirsch  is  a  partner  in  Phoenix  Pedi^ 
attics,  Ltd  in  Phoenix,  Arizona.  He  specializes  in  treating 
(Mdren  with  devdopmental  disabilities  and  chronic  iUnesses. 

Since  Dr.  Hirsch  is  responding  to  letters  and  has  not  exam- ... 
ined  the  child  in  question,  parents  need  to  review  his  sugges- 
tions ivith  the  child's  regular  physician  and  other  appropriate 
professionals.  When  Dr.  Hirsch  mentions  specific  products  or  medications, 
kg  is  Ulustmting  his  suggestions;  he  is  not  endorsing  any  spec^  products. 

Jb  submit  a  question,  torite  or  fax:  Ask  the  Doctor,  ExcemoNAL  Parent, 
209 Harvard  Street,  SuiteSOS,  BrooUine,  MA  02146-50(0,  Fas:  (617)  7aO- 
87U. 
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QMy  eight-year-old  daughter  has  a 
form  of  epilepsy  called  Lennox- 
Gastaut.  It  is  a  complicated  type  of 
epilepsy  for  which  we  have  tried 
many  types  of  anticonvulsants  (med- 
ications to  control  epilepsy)  without 
very  good  results.  About  10  months 
ago,  my  daughter's  neurologist  put 
her  on  a  new  medication  called  Fel- 
bamate.  Her  seizures  have 
significantly  decreased  and,  more 
importantly,  her  quality  of  life  has 
improved.  Recently,  however,  her 
neurologist  advised  me  that  some 
potentially  serious  side  effects  of  the 
drug  have  been  reported.  He  recom- 
mended that  she  be  weaned  off  the 
medication.  Is  there  anything  else 
that  can  be  done? 

A This  is  reaily  an  unfortimate  situ- 
ation. Felbamate,  sold  under  the 
brand  name  Felbatol,  seemed  to  be  a 
medication  that  was  effective  in 
reducing  seizures,  especially  in  chil- 


dren with  Lennox-Gastaut  and  other 
types  of  complex  or  difftcult-to-con- 
trol  seizure  disorders.  In  spite  of 
extensive  evaluations  and  clinical  tri- 
als which  showed  Felbamate  to  be 
safe  and  effective,  and  approval  by 
the  Federal  Drug  Administration 
(FDA),  an  unexpected  but  marked 
increase  in  the  occurrence  of  aplastic 
anemia  (a  very  severe  blood  disor- 
der) and/or  liver  failure  has  been 
associated  with  the  use  of  the  med- 
ication. The  FDA  has  decided  to  con- 
tinue to  make  Felbamate  available 
because  of  its  effectiveness  for  cer- 
tain conditions,  especially  Lennox- 
Gastaut. 

Listen  to  the  advice  of  your  daugh- 
ter's neurologist  Never  stop  a  med- 
ication without  consulting  the 
physician  who  has  prescribed  it.  He 
or  she,  in  coiyunction  with  your  own 
observations  and  feelings  about  what 
is  best  for  your  daughter,  will  help 
you  make  the  best  decision. 


ThcBOSS 


INDEPENDENCE 
MOBILITY 


FMo  ined  ink  ponMoii  t<n  Htdami  CoiPh  BcdCord,  PA 

SWITCH  OPTIONS 

PROPORTIONAL  CONTROL 
REMOTE  CONTROL 

Five  Models  Available 


1-800-950-5185 


INNOVATIVE  PRODUCTS,  INC. 
Grand  Forks,  ND  58201 


Circle  *  42 


y^erkshire 

J^^eadows 


A private,  non-profit  year-round 
residential  school  for  children 
who  are  developmentally  delayed 
and  may  be  multiply  disabled. 


We  believe 
that  all 
children,  no 
matter  how 
severely 
disabled,  can 
make  progress, 
and  that 
through  careful 
assessment  of 
all  aspects  of 
development, 

considered  planning  and  teaching, 

round-the-clock  structure,  and  a  nurturing 

environment,  children  can  achieve  their  maximum  potential. 


Beautiful  campus  in  the  heart  of  the 
Berkshire  hills,  with  cheery,  comfortable  semi- 
private  rooms 

Innovative  learning  center  with  unique,  year- 
round  curriculum 

Hydrotherapy  in  an  indoor  therapy  pool 
and  hubbard  tank 

Augmentative  comrrmnication  systems 
developed  along  with  total  communicw.  on 

Intensive  physical  therapy 

Around-the-clock  advanced  medical  care 

Associations  with  leading  specialists  and  major 
medical  centers 

Affiliation  with  SUNY 

Parentassociationandopen-doorvisitingpolicy 


Gail  W.  Charpentier,  Executive  Director 
Berkshire  Meadows 
249  North  Plain  Road 
Housatonic,  MA  01236 
413/528-2523 
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Pen  Pals 
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Children  8t  Team 

Scott  Richards:  Age  9,  male.  Has  brother  with  Coffin- 
Lowrey  syndronie;  likes  rock-collecting  and  karate. 
Wants  to  hear  from  anyone. 
RR  #i,  Box  1889E,  Whit^fleld,  ME  (m53 

Marsha  Ijun  liiunnus:  Age  1 8,  fennale.  Has  cerebral 
palsy;  enjoys  board  games  and  loves  hockey,  especially 
the  New  York  Rangers.  Wants  to  hear  from  males  aged 
19-23  with  cerebral  palsy  in  the  New  Jersey  area. 
124  Somers  Ave.,  BergenfiOd,  NJ  07621 

Ian  Perge:  Age  1 8,  male.  Has  cerebral  palsy.  Partici- 
pates in  the  New  York  State  Games  for  the  Physically 
Challenged,  competing  in  track  and  field,  swimming  and 
wheelchair  basketball.  Likes  music,  plays  bass  in  a 
band.  Wants  to  hear  from  young  adults  (ages  1 7-20) 
with  or  without  disabilities. 
24  TmmsendB.,  Syosset,  NY  11791 

Noa  Elimelech:  Age  7,  female.  Has  a  four-year-old 
brother  with  developmental  delays.  She  is  in  the  second 
grade.  Wants  a  pen  pal  who  understands  her  situation. 
18356-B  CoUins  SU,  Threana,  CA  91356-2406 

Adults 

Betsy  Edwards:  Has  16-year-old  son  vwth  mental 
retardation  and  autistic  tendencies  and  an  adult  brother 
with  mental  retardation  and  mild  cerebral  palsy.  Collects 
postcards.  Wants  to  hear  from  anyone,  especially 
divorced  parents  of  children  with  special  needs. 
107  Ooverbloom,  Victoria,  TX  77904 

Catherine  Haynes:  Has  a  five-year-old  son  vwth  cere- 
bral palsy  and  severe  mental  retardation  who  walks  with 
help,  rolls  over  and  sits  up.  He  is  non-vert3al.  Wants  to 
hear  from  parents  around  her  age  (22)  who  have  a  child 
like  hers. 

516  Rasco  Road  West,  #i,  Smtthaven,  MS 38671 

Justin  and  Laurie  Laurenzi:  Parents  of  20-nrKXTth-old 
boy,  who  has  congenital  myopathy  and  hypotonia.  He  is 
fed  through  a  g-tulae,  has  a  trach  and  Is  on  a  ventilator 
while  sleeping.  He  is  very  bright  and  can  sit  up,  but  can- 
not walk  or  crawl.  Want  to  correspond  with  families  with 
similar  children.  Hope  to  start  a  local  support  group. 
238  A  Fairmount  Ave.,  Blackwood,  NJ  08012 

Darlene  French:  Mother  of  two  teenagers;  one  who  is 
microcephalic  with  severe  mental  retardation,  the  other 
with  learning  disabilities  and  diabetes,  Enjoys  sewing, 
reading,  crafts  and  animals.  Wants  to  hear  from  "those 
who  enjoy  the  challenge  of  life's  experiences." 
HC63BOX 17,  Domsife,  PA  17823 

Send  Pen  Pal  regitests  to:  Pen  Pals,  Exceftionm.  Parent,  209 
Harvard  St,  Ste.  303,  Brookline,  MA  0SH6.  AU  requests 
should  include  a  daytime  photte  number  (to  reach  you,  not 
for  publication),  three  sentences  introducing  yourself  and 
the  type  of  pen  pal  you  xvant.  Children's  requests  must  also 
include  their  age  and  sex  and  a  parent's  signature  indicat- 
ing permission  to  publish  the  child's  rsqttest 
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I  by  Richard  Epsteis 

I  Medicaid  and  HMOs 


Q Because  of  his  disability,  my  son  has  been  covered  by 
Medicaid  since  shortly  after  birth.  He  has  seizures, 
microcephaly,  cortical  blindness,  low  muscle  tone,  brain 
damage  and  a  possible  metabolic  disorder. 

We  have  always  had  him  on  our  private  insurance  in 
addition  to  the  Medicaid  coverage.  Until  recently,  we  have 
had  a  traditional  80/20  insurance  plan  with  a  deductible. 
While  we  were  on  this  plan,  all  claims  were  first  sent  to 
our  private  insurance  company.  Any  remaining  balance 
was  paid  by  Medicaid.  We  had  no  expense  for  Medicaid- 
authorized  procedures  or  services.  Our  only  cost  was  the 
private  insurance  premium. 

Due  to  the  cost  of  that  premium,  we  recently  switched 
to  an  HMO  that  covers  100  percent  of  most  expenses  once 
the  co-pay  is  met.  Like  before,  we  still  pay  our  son's  HMO 
premium.  But  now,  in  addition,  we  have  started  receiving 
bills  for  past-due  co-payments  for  my  son's  medical  treat- 
ments. The  "co-pays"  add  up  rather  quickly  because  of  my 
son's  frequent  hospitalizations  and  doctor  visits. 

We  carry  our  son  on  our  private  health  insurance  policy 
because  we  feel  it  is  oiu"  financial  responsibility  to  pay  the 
insurance  premium  we  would  pay  if  he  did  not  have  a  dis- 
ability. It  seems  that  Medicaid  should  prefer  that  we  pay 
the  private  insurance  premium  for  our  son,  leaving  them 
responsible  only  for  the  co-pay  amounts.  In  fact,  they 
should  be  happy  we  are  now  part  of  an  HMO  that  pays  a 
higher  percentage  of  his  medical  bills.  Instead,  Medicaid 
seems  to  be  penalizing  us.  Apparentiy,  they  don't  look  at  it 
from  a  financial  standpoint.  In  my  conversations  with 
Medicaid  personnel,  they  seem  to  be  encouraging  us  to 
drop  our  son  from  our  private  insurance  policy. 

Should  we  take  this  drastic  step?  If  so,  he  would  be  left 
v.i.th  only  Medicaid,  and  they  would  be  responsible  for  all 
of  his  medical  bills.  Would  dropping  him  from  our  private 
insurance  policy  cause  us  problems  with  Medicaid?  I 
don't  want  to  make  a  mistake  and  end  up  being  responsi- 
ble for  all  of  my  son's  medical  bills  if  Medicaid  decides 
not  to  pay. 

A.L.,  Nebraska 

A In  theory,  when  a  child  is  covered  both  by  Medicaid 
and  private  insurance.  Medicaid  will  act  as  secondary 
insurer  Tliis  means  Medicaid  considers  paying  any  co-pay 
amounts  remaining  after  the  primary  insurer  has  paid  its 
portion  of  the  bill. 

However,  although  Medicaid  is  a  federal  program,  many 
of  its  very  specific  nile.s  ai'e  set  at  the  state  level.  Medicaid 
programs  in  many  states  work  successfully  wiUi  both  tra- 
ditional insiu-ance  and  mimaged-care  programs,  including 
HMOs.  In  those  states,  switching  from  a  tratiitional  insur- 
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ance  program  to  a  managed  cai  e  program  as  priniary 
insurer  would  probably  not  lead  to  any  difficulties. 

But  in  some  states — including  Nebraska — the  situation 
is  somewhat  different.  According  to  a  Nebraska  Medicaid 
representative,  when  a  traditional  insurance  program  is  a 
primary  insurer  for  a  Medicaid  recipient,  that  insurer  usu- 
ally itemizes  the  claim,  listing  the  amount  it  has  paid  and 
the  amount  remaining  as  co-payment.  Nebraska  Medicaid 
rules  allow  payment  of  any  remaining  amount,  up  to  the 
maximum  allowed. 

Some  managed-care  programs,  however,  require  con- 
sumeis  to  pay  the  co-payment  amount  prior  to  the  provi- 
sion of  services.  In  this  situation,  the  Nebraska  Medicaid 
program  does  not  cover  co-payments.  This  is  because, 
technically  speaking,  a  co-payment  made  prior  to  services 
rendered  does  not  represent  an  amount  remaining  after 
the  primary  insurer's  payment.  It  seems  like  a  minor  dif- 
ference, but  it's  significant  in  terms  of  the  Medicaid  rules 
in  Nebraska. 

Possible  changes 

More  than  1,000  Medicaid  recipients  in  Nebraska  are 
affected  by  this  situation.  That  number  is  likely  to  grow  as 
managed  care  becomes  more  widespread. 

Medicaid  officials  in  Nebraska  are  aware  of  the  prob- 
lem and  are  considering  a  series  of  rule  changes,  includ- 
ing a  request  for  a  federal  Medicaid  waiver  that  would 
allow  for  the  payment  of  co-pay  amounts  even  when  the 
primary  insurer  requires  co-payments  to  be  made  prior  to 
services.  Still,  it's  likely  to  be  quite  a  while  before  any 
changes  go  into  effect. 

Explore  your  options 

Review  options  with  your  attorney,  a  state  Medicaid  case- 
worker or  art  attorney  at  the  local  legal  services  office  so 
you  can  make  a  reasonable  decision. 

Since  Nebraska's  Medicaid  rules  may  change,  however, 
the  decision  you  make  at  this  point  may  provide  only  a 
temporary  solution.  Follow  the  situation  closely,  and  be 
prepared  to  make  appropriate  changes  in  the  future. 


In  tkis  column,  Richard  Epstein  answers  readers' 
questions  about  health  insurance.  Send 
your  questions  to  him  at  Exceptional 
Parent,  209  Haward  St.,  Ste.  303, 
Brookline,  MA  02146.  Fax  questions  to 
(617)  730-8742. 

If  your  question  relates  to  a  specific 
health  insumnce  claim,  please  include 
copies  of  any  materials  you've  received 
from  the  insumnce  company.  (Please,  don't  send  orig- 
inals!) Include  your  address  and  phone  number.  To 
ensure  privacy,  only  your  initials  and  state  will  be 
used  in  the  column.  Due  to  time  constraints,  it  is  not 
possible  to  respond  to  letters  individually. 


Private,  501(c)(3) 
Nonprofit  Community 


"THEIR  COMMUNITY...WrrH  OUR 
HELP"  Residential,  day,  and  evening 
programs  and  .services  for  adults  with 
developmental  disabilities. 

•  Paid  Vocational  Training 

•  Visual  and  Performing  Arts 

•  Daily  Li\'ing/Life  Skills 

•  Therapeutic  Recreation 

•  Ca.se  Management 

•  Health  Sen-ices 

•  Off-Campus  Acti\  ities 

•  12S-Acre  Wo<Kled  Enx  ironment 

Annandale  at  Suwanee,  Inc. 

3S00  Annandale  kme 
Suwanee,  GA  3017-1 
(404)  945-8381 


ArborWay 


THE  ARBORWAY  SCHOOL 

A  24  hour  integrated  learning  experi- 
ence which  provides  indix  idualized  ser- 
vices for  niiiltihandicapped  .students. 

•  1:2  staff  to  student  ratio 

•  clinical  consultants  on  sUiff 

•  recreational  and  leisure  activities 

•  vocational  training  &  on-site  work 

•  12  month  program 

•  ages  6  through  22 

Contact:  Carolyn  MacRae. 

Executi\e  Director 

Arborway  School 

1-47  South  Huntington  Avenue 

Boston.  MA  02130 

617-232-1710 


A  VERY  SPECIAL  CAMP  FOR 
SPECLVL  NEEDS  CAMPERS 

A  co-ed  residential  camp  for  the: 

•  Learning  Disabled,  ADD. 

•  Neurologically  Impaired. 

•  Mild-Moderate  MR. 

Located  in  beautiful  High  Falls  in  the 
Catskill  Mts.  of  NY  state. 
2.  4.  8  wk.  sessions.  Highly  qualified 
staff.  33rd  vear.  Free  brochure. 


33rd  Year 


Contact:  Bairia  K.  Falik. 
Camp  Huntington 

56  Haiceville  Road 
High  Falls,  NY  12440 
(914)  687-7840 


Ph.D. 


"MAXIMIZnVG  INDIVIDUAL 
POTENIIAL" 

Comimmity -leased.  positi\-e  learning 
environment  for  ditficult-to-place  chil 
dren.  adolescents  and  yoimg  adults 
Willi  MR.  autism,  communication  dis- 
orders, challenging  Ix'haviors.  and 
developmental  disabilities. 

•  12-mo.  day/residenlial  programs. 

•  10  miles  west  of  Boston. 

C.oniacl:  Admi.ssions  Director 
The  Learning  Center 

411  WaverleyOaks  Road 
Waltham.  MA  0215  » 
(617)  89.3-6000 
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RESEARCH 


Are  They  Ready  to  Teach  Our  Kids? 

A  national  survey  shows  a  widespread  lack  of  confidence  in  the  readiness 
of  regular  classroom  teachers  to  educate  children  with  learning  disabilities. 


Parents  of  children  with  learning  disabilities  are  con- 
'vinced  that  regular  classroom  teachers  aren't  ade- 
quately trained  to  teach  their  children — and  almost 
half  the  teachers 
agree,  according  to  a 
recent  survey  conducted 
for  the  National  Center 
for  Learning  Disabilities 
(NCLD). 

This  situation  poses  a 
serious  threat  to  the  edu- 
cation of  the  10  percent 
of  American  children 
with  learning  disabilities, 
warns  the  NCLD,  a  lead- 
ing organization  for  peo- 
ple with  learning 
disabilities. 

The  survey  of  classroom  teachers,  special  educa- 
tors and  parents  of  children  with  learning  disabilities 
suggests  a  critical  need  for  changes  in  teacher 
preparation  practices.  Conducted  among  parents 
and  teachers  who  were  members  of  NCLD  and  the 
Learning  Disabilities  Association 
of  America  (LDA),  more  than 
1,500  of  the  original  sampling  of 
5,000  responded. 


The  findings 

Only  53  percent  of  regular  class- 
room teachers  surveyed  feel  ade- 
quately trained  to  teach 
youngsters  with  learning  disabili- 
ties  compared  to  89  percent  of  special  educators. 

However,  98  percent  of  parents  of  children  with  learn- 
ing disabilities  are  convinced  that  general  educators  are 
not  trained  to  teach  children  with  learning  disabilities. 
Both  regular  and  special  educators  overwhelmingly 
expressed  a  desire  to  reverse  this  negative  trend,  with  80 
percent  wishing  to  leani  more  about  special  teclmiques 
for  teaching  children  with  learning  disabilities. 

Of  the  540  teachers  who  imswered  the  question  asking 
if  "inclusion  is  a  very  supportable  approach  to  education 
for  all  children,"  54  percent  agreed;  76  percent  felt  general 
education  teachers  are  "receptive  to  the  logistical  and 
teaching  c''.'niiuuis  of  inclusive  classrooms." 

Among  the  educators  and  parents  who  did  not  ftH'l  gen- 
oral  education  teachers  arc  adixjuately  prepared  to  teach 
children  with  learning  disabilities  in  regular  classrooms, 
most  agreed  that  the  two  top  priorities  for  educating  chil- 


dren with  learning  disabilities  should  be  to  "develop  and 
institute  a  concrete  plan  for  teacher  preparation  prior  to 
the  implementation  of  an  inclusion  program  and  to  give 
teachers  the  tools  to  cope  with 
children's  diverse  needs." 

A  significant  gap  exists 
between  promising  research  dis- 
coveries and  their  implementa- 
tion in  the  classroom.  Only  50 
percent  of  all  teacheis,  including 
special  educators,  were  aware  of  _ 
any  research  on  reading  disabili-  | 
ties  that  could  positively  | 
influence  their  teaching  ° 
practices.  | 
"This  alarming  dispar- 1 
ity  strongly  indicates  1 
that  teacher  training  is 
behind  the  times,"  said 
Dr  Tom  Hehir,  director 
of  Special  Education 
Programs  at  the  U.S. 
Department  of  Educa- 
tion. "This  is  unfortu- 
nate, since 

approximately  75  per- 
cent of  all  learning  disabled  children 
identified  have  difficulties  learning  to 
read." 

Children  with  learning  disabilities  com- 
prise 51  percent  of  children  with  disabili- 
ties in  the  American  public  school  system. 
"Clearly,  the  improved  ability  of  our  teach- 
ers to  teach  reading  would  have  significant  effects  on  lit- 
eracy levels  overall,"  said  Dr  Reid  Lyon  of  the  National 
Institute  of  Child  Health  and  Human  Development. 

These  findings  were  obtained  f07-  Ow  National  Center  for 
Learning  Disabilities  (NCLD)  by  NFO  Research,  Inc.  of 
Greenwich,  Conn.  Established  in  1977,  NCLD  is  an 
adnoracy  givup  for  people  ivith  learning  disabilities. 
NCLD  pmtidcs  national  and  iriforinatiori  refpiral.f;  edu- 
cational pmgmm.s  public  awareness  and  understand- 
ing campaigns  and  legislative  admcacy. 

This  survey  was  relea.ted  during  Learning  Disabili- 
ties: A  National  Nc.Hj)Oii,Hibility,  a  two  day  summit  .s/w/;- 
no/yy/  by  NCLD  in  Washington,  DC  Sept.  20-2 L 

For  more  information  on  the  snrrcy  and  NCLD,  con- 
tact NCLD,  ;W/  Park  Ave.  South,  Suite  1420,  New  York, 
NY  loom,  (212)  ,')Jt5-7r>I0. 
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DIAFOODS  THICK-IT 
brings  the  joy  of  eating 
back  to  people  with 
swaHowing  problems. 


Here's  the  solution  for  the 


restricted  diets.  And  it 


.  "-1  .selling  brand  of  Instant 
Food  Thickener  It  is  rec- 
ommended by  speech  and 
language,  pathologists, 
dietitians  and  nutritionists 
in  hospitals,  nursing  homes 
and  rehabilitation  facilities 
acrdss'the  country 


DIAFOODS  THICK-IT, 

when  mixed  with  hot  or 
cold,  thick  or  thin  liquids  . 
and  ppreed  foods,  pro- 
duces any  desired  consis- . 
tency  quickly  easily  and  ■ 
cdntrollably  But  it  does  not 
change  the  taste  or  appear- 
ance^ of  the  food  It  thickens 

DIAFOODS  THICK-IT  adds 
sixteen  calories  per  table- 
spoon for  nourishment  but 
IS  very  low  in  sodium  for  ■ 
people  on  sodium- 


ror  proGUCi  iiieraiure  anu 
advice,  a  free  sample 
and  information  where 
DIAFOODS  THiCK-IT  may 
be  purchased,  call... 
(800)333-0003. 


because  it  will  not  bind 
water  or  fluids 

DIAFOODS  THICK-IT  is'., 
the  market-maker  and  the 


Rm  wiucctioMl  iWrttrM, 
Galt...(800)  333-0003.  . 

The  booklet  Dysphagi*. 
ARawiMvFbrHMtth 
ProfMMioMlft''  discusaet 
causes,  evaluation  and 
treatment  of  dysphagia 

The  pamphlet  "SwwWowIng 
Probiema"  helps  patients 
and  caregivers  understand 
and  adapt  to  dysphagia. 


WHAT'S  Happening 


Just  For  Kids 

•  HiP  is  a  new  non-profit  magazine  for 
8-  to  14-year-olds  who  are  deaf  or  hard 
of  hearing.  Publishers  Ellen  Dolich  and 
Robin  Gladstone,  parents  of  children 
with  profound  hearing  impairments, 
plan  to  publish  HiP  six  times  a  year. 

Features  include  profiles  on  out- 
standing people  who  are  deaf  and  hard 
of  hearing,  movie 
and  video  reviews 
written  from  a 
deaf  perspective, 
an  advice  column 
written  by  a  deaf 
child  and  a  comic 
strip  starring  a 
supeitiero  who  is 
deaf. 

A  free  sample 
copy  is  available 
upon  request;  aimual  subscriptions  are 
$14.95.  HiP,  1563  Solano  Ave.,  #137, 
Berkeley,  CA  94707,  (510)  523-4221. 

•  Membership  in  the  Halo  Club  is  free 
to  all  brothers  and  sisters  of  children 


withAngelman  syndrome  (AS). 
Members  receive  a  newsletter  full  of 
cartoons,  stories  and  pictures  sent  in 
by  each  other.  Club  friends  and  their 
parents  are  plaiming  a  1995  get- 
together  at  the  Angelman  Syndrome 
Foundation  conference  in  Colorado 
Springs. 

To  join  the  Halo  Club,  contact  Ash- 
leigh  Evans,  13280  Caminito  Mar  Villa, 
Del  Mar,  CA  92014,  (619)  481-8781. 
•  Children  with  visual  impairments  can 
now  receive  the  monthly  newsletter 
Young  Environmentalist's  Action 
(YEA)  in  Braille.  Published  monthly  by 
Global  Response,  an  international  envi- 
rorunental  education  group,  YEA 
teaches  young  people  about  environ- 
mental issues  and  how  to  protect  the 
earth.  Topics  include  rainforest 
destruction,  endangered  species  pro- 
tection, marine  mammals  and  air  and 
water  pollution.  YEA  (also  available  in 
English  and  Spanish)  is  free,  but  dona- 
tions are  accepted.  Contact  Global 
Response,  P.O.  Box  7490,  Boulder,  CO 


At  Devereux . . . 

a  helping  hand  is  ju  st  a  phone  call  away 

1-800-345-1292 


In  a  nationwide  network,  Devereux 
provides  services  to  individuals  of  all 
ages  who  have  a  wide  range  of 
emotional  disorders  and/or 
developmental  disabilities. 

Devereux  services  Include: 
residential  treatment  centers 
community-based  group  homes 
day  treatment  programs 
transitional  living 
acute  and  partial  hospitalization 
foster  care  homes 
family  counseling  and  therapy 
in-home  services 
aftercare  programs 


Devereux 
Since  1912 


Chih 


80306-7490,  (303)  444-0306. 

•  The  Pen-Pal  Program  of  the  Chil- 
dren's Hopes  &  Dreams  Foundation 
serves  children  with  disabilities  and 
chronic  or  life-threatening  illnesses 
who  are  5-18  years  old.  Children  are 
matched  with  pen-pals  of  the  same  age 
and  sex.  The  program  has  contact  with 
more  than  5,000  hospitals,  clinics, 
camps  for  children  with  serious  ill- 
nesses, Ronald  McDonald  Houses  and 
Dream/Wish  groups  in  more  than  25 
countries.  The  service  is  fj-ee;  enroll- 
ment cards  are  available  from  Chil- 
dren's Hopes  &  Dreams  Foundation, 
280  Route  46,  Dover,  NJ  07801,  (201) 
361-7366. 

When  Young  Children 
areJryured 

When  Young  ChUdren  are  Injured: 
Families  as  Caregivers  in  Hospitals 
and  at  Home  is  a  new  guide  for  fami- 
lies with  infants,  toddlers  or  preschool- 
ers who  have 
sustained  serious 
iiyuries,  including 
traumatic  brain 
iruuries,  spinal  cord 
iiyuries,  near  drown- 
ings, m^jor  bums  or 
other  ir\juries  that 
have  caused  a  dis- 
ability. The  guide  is 
intended  to  let  par- 
ents know  that  they 
are  not  alone  and  to 
give  families  practical  information  for 
decision-maWng.  Topics  addressed  in 
the  guide  include  siblings;  helping  your 
child  with  pain  and  discomfort;  finding 
support  for  family  members;  leaving 
the  hospital  and  letting  go  once  the 
child  is  home.  $7.50;  bulk  rates  avail- 
able. Available  from  Exceptional  Par- 
ent Library,  (800;  535-1910. 

Publications 

•  FAS:  Parent  and  Giild  is  a  handbooK 
about  parenting  children  with  fetal 
alcohol  syndrome.  The  32-page  book 
covers  sleeping,  eating,  developmental 
milestones,  speech  and  learning  prol> 
lems,  illnesses,  sensory  disorders, 
activity  levels,  behavioral  concerns, 
friendships,  family  relationships,  ado- 
lescent issues  and  parental  needs.  Also 
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The  thiffl  of  victory  caime  three  times 
for  17-year-oId  Jon  Kydberg  during 
the  1994  U.S.  Open  Wheelchair  Tennis 
Championships  held  Oct  8-16  at  the 
Racquet  Club  in  Irvine,  Calif.  Dining 
the  first  weekend,  Rydberg,  of  Pine 
City,  Minn,  cs^tured  the  Junior  Open 
Singles  title  and  teamed  with  Ricky 
Molier,  of  the  Netherlands,  to  win  the 
Junior  Open  Doubles  championship. 

But  Rydberg  would  not  stop  there. 
He  stayed  to  play  with  the  "big  boys," 
and  reached  the  semi-finals  in  the 
Men's  B  Sii\gles  Dhii^on  before  losing 
a  close  match  to  "Iteimessee's  Rocky 
LeBIanc.  Rydberg  later  teamed  up 
with  LeBIanc  to  claim  the  Men's  B 
Doubles  title. 

Rydberg  ''Q)itomizes  why  adaptive 
sports  and  recreation  programs  are 
vital  to  the  physical  and  emotional 
well  being  of  our  nation's  yoiuiger 
population  who  have  disabilities," 
commented  Brad  Parks,  founder  and 
president  of  the  National  Foundation 
of  Wheelchair  Teimis. 

included  is  a  list  of  books,  newsletters 
and  support  groups  related  to  FAS.  The 
$7.50  book  is  available  from  the  Fetal 
Alcohol  Education  Program  at  the 
Boston  University  School  of  Medicine, 
7  Kent  St.,  Brookline,  MA  02146,  (617") 
739-xi24. 

•  A  Spanish  edition  of  About  Hydm- 
cepMlus:  A  Book  for  Parents  is  now 
available.  It  is  an  exact  duplicate  of  the 
English  version  which  is  considered  to 
be  the  most  up-to-date  resource  on 
hydrocephalus  for  families.  Members 
of  the  Hydrocephalus  Association  can 
receive  either  English  or  Spanish  ver- 
sions free;  $2  for  others.  Hydro- 
cephalus Association,  870  Market  St., 
Ste.  955,  San  Francisco,  CA  94102, 
(415)  7764713. 


Kasey  was  bounced  from  school  to  school,  program  to  program  for  most 
of  his  life.  Teachers  and  family  tried  in  vain  to  break  through  his  aggressive 
behavior  patterns,  and  curb  his  tendency  to  run  away  without  warning.  Still, 
one  day  he  escaped  close  supervision  and  dashed  into  heavy  traffic,  bringing 
cars  to  a  screeching  halt  inches  away  from  impact. 

Nothing  improved  for  Kasey  or  his  family  until  they  contacted  Heartspring. 
Here,  caring  professionals  used  an  interdisciplinary  team  approach  to  gain  an 
understanding  of  Kasey' s  needs,  then  tailored  a  program  to  reach  him. 

Heartspring  has  a  unique  approach  to  helping  children  with  autism. 
Education  teams  provide  24-hour-a-day  coordinated  services,  implementing 
therapies  designed  around  your  child's  individual  needs  and  personality. 
Specialists  in  the  areas  of  education,  speech,  psychology,  occupational  therapy, 
physical  therapy,  and  residential  care  work  toward  the  same  goals. 
Recently  Kasey's  mother  observed  an  incredible  event:  her  son  walked  across 
the  Heartspring  campus  with  his  personal  teacher,  making  no  effort  to  run 
away.  "1  watched  him  do  other  things  even  /  couldn't  get  him  to  do."  said  his 
mother.  Today  Kasey  is  a  happier  person  —  and  his  family  shares  his  joy. 

When  you  need  help  reaching  your  unreachable  child,  call  Heartspring. 

We  can  make  a  difference. 


^  HB\FXSPRING 

^ A  lifeskills  learning  center 

2400  JARDINE  DRIVE  ♦  WICHITA.  KANSAS  67Z19-4699 
1-800-  835-1043 

Formc'Wv  thu  Insiiimc  nf  Lo^'o/wclits 
1934  -  Celebrating  60  Years  Of  Service  -  1994 
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Free  Product  ;&  Service  Information 


LIVING  AND  LEARNING 
IN  THE  COMMUNITY 

With  its  unique  inojcl,  The  Evergreen  Cx-ntcr  has  a  history'  nf  successfully 
tratisltioninf;  students  tii  less  Intensive  cnmnuinity  settings. 

Evergreen  students  li\  e  in  actual  community  settinjjs  travelin;;  to  and  from 
schcxil  each  day  through  the  Blackstone  Valley  (MA)  countryside.  With 
trained  professionals,  they  learn  basic  skills  in  the  classnxim,  in  the 
Community  and  In  their  residence. 

Students  receive  vocational  training  and  experience  real  work  opportuni- 
ties. Students  are  supported  with  behavior  development  programs,  medical 
and  family  services,  and  physical,  speech,  or  iKcupatlonal  therapy. 

Our  Students'  Challenges 

•  Autism  •  Hearing/Sight  Impalmient 

•  Mental  Retardation  •  Severe  Maladapti\e  Behavior 

•  Physical  Disability 

The  Evergreen  C!)enter  is  a  licensed,  private,  non-profit  residential  schixil 
offering  students  and  their  families  from  across  the  country  and  abroad 
residential  prognimming  12  months  a  year.  For  more  information  call  or 
write  Robert  F.  Littleton,  Jr.,  ExecutKc  Director. 


EVERGREEN  CENTER 

.M5  Fortune  Blvd.,  Milford,  Massachusetts  01 757 
1-508-478-5597 
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For  Children  With  Cerebral  Palsy 

Serving  children  with  multiple  disabilities  resulting  from 
cerebral  palsy  or  traumatic  brain  injury  who  need  compre- 
hensive, individually  structured  programs  that  include: 


•  Physical  Therapy 

•  Occupational  Therapy 

•  Speech  and 
Language  Therapy 

•  Communication  Aids 


>  Special  Education 

>  Music  Therapy 

>  Special  Medical 
Attention 

>  Adapted  Recreational 
Activities 


KMS,  open  to  students  two  to  21  years,  offers  all  of  these 
services  and  more.  The  experienced  staff  and  well-respected 
consultants  provide  strong  interdisciplinary  programs  forday 
and  residential  students  at  the  licensed  private  school. 

For  more  Information  write  or  call: 
Diane  L.  Gallagher,  Director 

HMS  School  for  Children  with  Cerebral  Palsy 

4400  Baltimore  Avenue,  Philadelphia,  PA  19104 
(215)222-2566 

A  .  * 
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A  SPECIAL  SERVICE  FOR  EXCEPTIONAL  PARENT  READERS!  This  Reply  Card  enables  you 
to  receive  FREE  information  about  products  and  services  seen  in  Exceptbnal  Parent. 

How  to  use  this  service; 

1.  Locate  the  number  at  the  bottom  of  each  ad  or  refer  to  the  Directory  of  Advertisers. 

2.  Circle  the  numbers  on  the  Reply  Card  that  correspond  to  the  companies  or  products  about 
which  you  would  like  to  receive  free  literature. 

3.  Fill  in  your  name  and  address  on  the  card  and  mail  the  postage-paid cari  You  will  receive 
free  literature  from  each  company  for  which  you  circled  a  number. 

4.  If  both  Reply  Cards  have  been  removed  from  this  Issue,  just  call  or  write  to  the  companies 
directly.  Be  sure  to  tell  them  you  saw  their  ad  in  Exceptional  Parent! 


Directory  o'f  Advertisens 
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A.  Are  you  a  subscriber  to  Exceptional  Parent? 

□  Yes  □  No  (If  no.  please  see  the  subscnption  card  in  this  issue.) 

Name  

OccupationyTitle   


Company/Association 

Address  

City  


Phone{  ). 


.State. 
.Fax(_ 


.Zip_ 


B.  Annual  Household  Income  (include  all  family  members) 


4Q  $50,001  -  $75,000 
sQ  $75,001  -$100,000 
eQ  $100,000+ 

gQ  Rent 
12Q  Rent 


iQ  Less  than  $30,000 
2D  $30,001  -  $40,000 
3Q  $40,001  -  $50,000 

C.  Do  you  live  in  a(n): 
/□  Home  sQ  Own 

ioQ  Apartment     iiQ  Own 

D.  In  all,  how  many  automobiles  do  you  and  others  in  your 
household  own  or  lease? 

isQOne  mQTwo  isQ  Three  or  more 

E.  Do  you  plan  to  purchase  a  product  or  service  advertised  in 
Exceptional  Parent  within  (check  one): 

leQ  one  month  laQ  nine  months 

!/□  three  months  igQ  one  year 
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Free  Product  &  Service  Information 


A.  Are  you  a  subscriber  to  Exceptional  Parent? 

□  Yes  □  No  (If  no,  please  see  the  subscription  card  In  this  issue.) 


Name 


Occupation/Title 


Company/Association . 
Address  


City. 


.State. 


-Zip. 


Fax(_)_ 


Phone(  )  

B.  Annual  Household  Income  (include  all  family  members) 


4Q  $50,001  -  $75,000 
5Q  $75,001  -  $100,000 
6Q  $100,000+ 

gQ  Rent 
12Q  Rent 


iQ  Less  than  $30,000 
2Q  $30,001  -  $40,000 
3Q  $40,001  -  $50,000 

C.  Do  you  live  in  a(n): 
7Q  Home  8Q  Own 
1  oQ  Apartment     1 1  □  Own 

D.  in  all,  how  many  automobiles  do  you  and  others  in  your 
household  own  or  lease? 

13Q  One  14Q  Two  i5Q  Three  or  more 

E.  Do  you  plan  to  purchase  a  product  or  service  advertised  in 
Exceptional  Parent  within  (check  one): 

16Q  one  month  laQ  nine  months 

17Q  three  months  igQ  one  year 


issue  Date:  December  31 , 1 994 
Expiration  Date:  March  31, 1995 
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Market  Place 

<      Child  Care 


BOOKS,  AUDIO/VIDEO 
i,  EDUCATIONAL  MATERIAL 

Books  for  Parents 
and  Professionals 


WortOng  SoUittons 

51  E.  -land  Street,  Ste.  1511 
NewYork,  NY  10017 
(212)  922-9562 

Agency  that  specializes  in  placing 
professional  nannies  to  work  with 
children  who  have  special  needs. 
NY.  NJ  &  CT 


Cribs  &  Youth  Beds 


HARD  Manufacturing 

230  Grider  Street 

Buffalo.  NY  14215 

(800)  USE-HARD 

The  #  1  mfg.  sets  the  standard  for 

safety  in  hospitals.  216  colorful 

models  available.  HARD  will  adapt 

products  to  meet  your  special 

requirement. 


1010  Main  Street 
Buffalo,  NY  14202 
(716)883-8188 

Dowd  has  been  serving  the  area 
since  1930.  For  personal  service 
and  quality  equipment  call  Dowd. 


Free  Catajogs 


Consumer  Cara  Praducts,  Inc. 

P.O.  Box  684 

Sheboygan,  Wl  53082-0684 
(414)459-8353 


Videotapes 


Enabling  Devices 


ENABLING  DEVICES 
TOYS  FOR  SPECIAL  CHILDREN 
1995  CATALOG 

Just  Published 
A  complete  guide  to  capability 
switches,  augmentative  communi- 
cation aids,  adapted  toys  and  spe- 
cial devices.  Tel.  1  -800-832-8697. 
Enabling  Devices,  383  Warburton 
Avenue.  Hastmgs-On-Hudson,  NY 
10706 


Equipment  Dealers 


National 

AiMftcan  Discount  Madicai 

Savings  to  25%  on  TLimbleforms. 
Equipment  and  Supplies  Discounted 
to  50%.  Call  800-877  -9100 
for  FREE  BROCHURE. 

Massachusetts 
HUmMc  Rsiiab.,  Inc. 

81  Rumford  Ave. 

Waltham.  MA  02254-9055 

(617)894-0069 

Atlantic  Rehab,  specializes  in 

Pediatric  Mobility  and  Seating. 

Sales  ;■  d  Service.  Please  call  for 

more  information 


Incontinence 


Access  Medical  Supply 

2006  Crown  Plaza  Drive 
Columbus,  OH  43235 
(800)  242-2460 

Attends  Youth  Briefs  fits  children 
35-75  lbs.  $51 .95/cs  (96),  Free 
Delivery.  Also— Depend,  Serenity, 
other  items.  Manufacturer's 
coupons  accepted.  Free  Catalog!__ 

incon  Products  Company 

509  West  9th  Street 
S.  Sioux  City,  NE  68776 
Fax  (402)  494-1744 
We  carry  a  full-line  of  reusable  dia- 
pers and  pull  over  plastic  pants. 
Available  in  all  sizes.  Write  for  more 
!  informationandFREEbrochure^^  

I  Summers  Uboratories,  1^^^ 

i  Collegeville,  PA  19426 
(800)  533-SKIN  (7546) 
■  Triple  Paste™  for  diaper  rash  and 
1  chronic  irritation.  Used  at  leading 
'  children's  hospitals.  Available  with- 
out prescription.  Call  now  for  free 
treatment  information. 


Monitoring  Systems' 


Turtle  Books 

Approved  by  the  American 
Academy  of  Pediatrics.  These 
upbeat  stories  with  warm,  colorful 
illustrations  address  real  issues  found 
in  the  lives  of  real  children  with  dis- 
abilities. Provide  a  bridge  of  under- 
standing for  your  children  with  disabil- 
ities, siblings  &  friends.  FREE 
Brochure.  Jason  and  Nordic 
Publishers,  PO  Box  441 ,  Hollidays- 
b|£g^J6^4af^(?l^L§96-4250 

Special  Angel 

An  Intro,  to  Down  Syndrome  by  L.T. 
&  M.P.  Nolen.  Excellent  "first  book" 
with  quality  photos.  Silver  edition 
with  1994  Resource  guide.  $1 1 .00 
"Up  with  D.S."  T-Shirt  $14.50.  FREE 
Brochure.  GRAFFITI,  P.O.  Box  246, 
Red  River,  NM  87558 


Catalogs 


InteraxVMeo 

sign  Unguage  Course 

Illustrates  1200-1-  signs  based  on 
ASL.  Six  videos  with  6.5  hrs. 
Graphics  provide  reference  of  equiv- 
alent English  word.  Free  Brochure. 
$199  (■i-$4.50  s&h).  Interax 
Training,  Inc.,  PO  Box  473106, 
Gariand,  TX  75047-3106,  (800)  242- 
5583.   


Can  Electronics 

5741  Arapahoe  Rd.,  Suite  2A 
Boulder,  CO  80303 
(303)  444-CARE  (2273) 
WanderCARE  Systems  notify  care- 
givers when  their  wanderer  leaves 
home.  Locate  them  up  to  ONE  MIE 
away.  FREE  catalog! 


Software 


UCLA  Microcomputer  Protect 

1000  Veteran  Avenue/Rm  23-10 
Los  Angeles,  CA  90024 
(310)825-4821 

Catalog  of  dev.  appropriate  software 
for  children  w/disab.  18  mths-5  yrs. 
Apple,  Mac,  IBM,  cause/effect,  game 
format,  basic  preschool  concepts 


Put  Your  Honey  in  a  Gunny 

The 

Gunny  SaciT 

Lap,  Leg  and  Feat  Cover 

•  Fleece  lined  for  warmth 

•  100%  waterproof 

To  Order  Call 

800-795-2392 

^  DIESTCO  Minuficturing 

'p.O.  Box  6504  •  Chlco.CA  95927 


ilVhat  It's  Like  To  Be  Me,  an 

attractive  unique  book  written  & 
illustrated  entirely  by  children  with 
handicapping  conditions.  Engaging 
&  candid.  A  great  heartwarming  & 
inspiring  gift  for  all  ages.  $10.95  -i- 
$2  50  (S-i-H)  Check  or  money  order 
to.  Friendship  Press,  Box  37844, 
Cindnnati,  OH  45222   ._, , 

Free-Ttie  NEW  Speciai  Needs 
Profect  Book  Catalog 

The  best  books  from  all  publishers 
about  disabilities.  Comprehensive 
resources  for  parents,  children  &  pro- 
fessionals. Special  Needs  Project, 
3463  State  Street,  Santa  Bartjara,  CA 
93105,(800)333-6867. 


Educational  IVIaterials 


Demystify  SpelllngI 

Related  lists  for  language  instruc- 
tion, vocabulary  building,  &  more. 
53,000  vowel-centered  words,  over 
1 ,000  related  categories.  Vowel 
Category  Resource  Lists  -  Part  One 
(roots/  inflections);  Part  Two  (roots/ 
affixes)  Both  books  -  $33.00. 
Leonardo  Press  PO  Box  1 326EP 
CamdenjyiE04843jFreej:atal^^ 

FREE— The  19«5  Woodbine 
House/Special-Needs  Collection, 

a  catalog  of  excellent  books  for  par- 
ents, children,  and  professionals  on 
autism,  CP,  Down  syndrome, 
Tourette  syndrome,  mental  retarda- 
tion, visual  impairment,  physical  dis- 
abilities, special  education,  and 
more.  Woodbine  House,  6510 
Bells  Mill  Road,  Bethesda,  MD 
20817,(800)843-7323. 

To  place  an  ad,  contact 
Bart)araNa$lTO  at  (201)  680-4874 


Cariuash  Uideo 
for  SDfi£M  Kids 

No  talking.  Visual  voyage  thro 
water-filled  action  of  woridng 
carwash.  Hours  of  educational, 
CLEAN^rtl  Ages  3+  Color  HiFi 
25  min.  For  Home  &  Schools. 
S1995«/h  1.800-383-8811 


VAN  CONVERSION 
DEALERS 


Connecticut 


Drive-Master,  Inc.   

9  Spielman  Road,  Fairfield,  NJ  07004 
(201)  808-9709 

Full  ser>/ice  mobility  center;  raised 
tops/doors;  drop  floors;  custom  dri- 
ving equipment,  distributors  for 
Mobile  Tech.,  Crow  River  lifts, 
Ricon,  IMS,  EZ  Lock,  and  EMC 
touch  pad  systems.  41  yrs.  of  ser- 
vice to  the  disabled  community. 
Please  call  for  more  information. 
NMEDA  member. 


Illinois 


C  &  C  Ford  -  Mercury 

5th  &  Monroe  Streets 
Sturgis,  KY  42459 
(800)  332-6696 

New/used  van  conversions,  raised 
roof  &  doors,  Braun  lifts  &  tie-downs 
installed  by  certified  technicians. 
NMDEA  member^ 

Indiana 


Forward  Motkms 

214  Valley  Street 
Dayton,  OH  45404 
(513)222-5001 

Full-Size/Mini-Van  modifications, 
new/used  lifts,  drop  floor,  raised 
roof,  lockdowns,  driving  equip. 
NMEDA  member.  Owned  by  person 
with  disability. 

CftCFord-Mercury 

5th  &  Monroe  Streets 

Sturgis,  KY  42459 

(800)  332-6696 
'  New/used  van  conversions,  raised 

roof  &  doors,  Braun  lilts  &  tie-downs 

installed  by  certified  technicians. 
I  NMDEA  member. 
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VAN  CONVERSION 
DEALERS' 


(continued) 


Kentucky 


CftCFom-Msrctny  ~ 

5th  &  Monroe  Streets 
Sturgis,  KY  42459 
(800)  332-6696 

New/used  van  conversions,  raised 
roof  &  doors,  Braun  lifts  &  tie-downs 
installed  by  certified  tecfinicians. 
NMDEA  member. 

Foiward  Motiom 

214  Valley  Street 
Dayton,  OH  45404 
(513)222-5001 

Full-Size/Mini-Van  modifications 
nev»^/used  lifts,  drop  floor,  raised 
roof,  lockdowns,  driving  equip. 
NMEDA  member.  Owned  by  person 
witfi  disability. 

New  Jersey 


Areola  Mobiltty 

51  Karo  Road 
Carlstadt,  NJ  07072 
(201)  507-8500/(800)  ARCOU-1 
New- Used-Trade-Lease-Buy.  Full 
sized,  mini,  rear  and  side  entry.  We 
carry  products  from  tfie  following 
manufacturers:  Braun,  KneeKar 
Vantage,  Ricon,  and  Pick-A-Lift.'  If 
we  don't  fiave  it,  we'll  find  if! 
Financing  is  available.  NMEDA 
Member.  Please  call  for  more  info. 

Ortve-Mastar,  Inc. 

9  Spielman  Road,  Fairfield,  NJ  07004 
(201)808-9709 

Full  service  mobility  center,  raised 
tops/doors;  drop  floors;  custom  dri- 
ving equipment;  distributors  for 
Mobile  Tecfi.,  Crow  River  lifts 
Ricon,  IMS,  EZ  Lock,  and  EMC 
toucfi  pad  systems.  41  yrs.  of  ser- 
vice to  tfie  disabled  community. 
Please  call  for  more  information. 
NMEDA  member. 


Monmouth  Vans, 
Access  ft  Mobility 

5105  Route  33/34 

Farmingdale,  NJ  07727 

1-800-221-0034 

Car  &  van  modincations/driver  or 

transport.  Major  Manufacturers- 

Braun,  Crow  River,  Mobile  Tecfi, 

&  Ricon  Lifts;  Raise  top/lower  floor 

—Sales— Service— Rentals— 
NMEDA-Quality  Assurance  Program 
Member.  Plus:— BUILDING  ACCES- 
SIBILITY Power  Access  Door 
Openers,  Stair  Lifts,  Elevators 
&  Vertical  Lifts 

New  York 


Areola  Mobility 

51  Karo  Road 
Carlstadt,  NJ  07072 
(201)  507-8500/(800)  ARCOU-1 
New-Used-Trade-Lease-Buy.  Full 
sized,  mini,  rear  and  side  entry. 
We  carry  products  from  tfie  follow- 
ing manufacturers:  Braun,  KneeKar 
Vantage,  Ricon,  and  Pick-A-Lift.  If  ' 
we  don't  fiave  it,  we'll  find  iti 
Financing  is  available.  NMEDA 
Member.  Please  call  for  more  info. 


Drive-Master,  taic. 

9  Spielman  Road,  Fairfield,  NJ  07004 
(201)808-9709 

Full  service  mobility  center,  raised 
tops/doors;  drop  floors;  custom  dri- 
ving equipment;  distributors  for 
Mobile  Tecfi.,  Crow  River  lifts,  Ricon, 
IMS,  EZ  Lock,  and  EMC  toucti  pad 
systems.  41  yrs.  of  service  to  ttie 
disabled  community.  Please  call  for 
more  information.  NMEDA  member 


Ohio 


I  Forward  Motions 

214  Valley  street 
Dayton,  OH  45404 
(513)222-5001 

Full-Size/Mini-Van  modifications 
new/used  lifts,  drop  floor,  raised 
roof,  lockdowns,  driving  equip. 
NMEDA  member.  Owned  by  person 
witti  disability. 

C&C  Ford -Mercury 

5tti  &  Monroe  Streets 
Sturgis,  KY  42459 
(800)  332-6696 

New/used  van  conversions,  raised 
roof  &  doors,  Braun  lifts  &  tie-downs 
installed  by  certified  tecfinicians. 
NMDEA  member. 

Pennsylvania 


Drive-Master,  inc. 

9  Spielrnan  Road,  Fairfield,  NJ  07004 
(201)  808-9709 

Full  sen/ice  mobility  center,  raised 
tops/doors;  drop  floors;  custom  dri- 
ving equipment;  distributors  for 
Mobile  Tecti.,  Crow  River  lifts 
Ricon,  IMS,  EZ  Lock,  and  EMC 
toucti  pad  systems.  41  yrs.  of  ser- 
vice to  ttie  disabled  community. 
Please  call  for  more  information 
NMEDA  member. 

Tennessee 


C&C  Ford -Mercury 

5tti  &  Monroe  Streets 
Sturgis,  KY  42459 
(800)  332-6696 

New/used  van  conversions,  raised 
roof  &  doors,  Braun  lifts  &  tie-downs 
installed  by  certified  tecfinicians. 
NMDEA  memt)er. 

Texas 


Utt  Aids  Inc.  ~ 

2381  Pecan  Ct. 
Ft.  Wortti,  TX76117 
(817)834-3881 
Metro  (81 7)  429-7141 
Mobility  specialist  for  ptiysically  dis- 
abled. Largest  wtieelctiair  lift  installer 
in  Ft.  Wortti  mid  cities  area. 
Auttiorized  dealer/installer  for  Ricon 
Crow  River,  Mobil  Tecti,  Handicaps,' 
Braun,  Vantage  Mini  Vans.  5  star 
dealer/member  of  NMDA.  Full  repair 
&  Service  since  1 968. 


To  place  an  ad,  contact 
BariMra  Nastro  at 
(201)680-4874 


National  Parent  Network 
on  Disabilities  Conference 
Videos  and  Materials  Available 

Because  many  parents  cannot  take  the  time  or  afford  to  attend  tfie 
annual  meeting,  NPND-for  the  first  time  ever-is  offering  highlights  of 
the  annual  meeting  and  congressional  briefing  on  video. 
NPND  nwmbefs  receive  a  10  percent  discount  on  ail  materials- 

tons  by  Rep.  Major  Owens.  D-NY,  chairperson  of  the  House 
select  Subcommittee  on  Education  and  Civil  Rights;  Carol 
Rasco,  assistant  to  Pres.  Clinton  for  domestic  policy;  leading 
disability  nghts  advocate  Justin  Dart  and  Judy  Heumann 
assistant  secretary  of  the  Office  of  Special  Education  and 
Rehabilitative  Services.  ($19.95) 

  T}»  1994  NmoCoagresfkHia!  Briefing:  The 

lioaMmitallmotlllE^ 

all  of  the  parent  panels.  It  also  contains  Infomfiation  parents 
must  understand  to  protect  the  access  of  children  and  youth 
with  disabilities  to  a  free,  appropriate,  public  education. 
($19.95) 

  *«*««w-^''J'»nftW«i'is  a  compilation  of  parents  fr^^ 

around  the  country  sharing  experiences  regarding  the  Inclu- 
sion of  their  children  in  neighborhood  schools  and  communi- 
ties. These  vignettes  will  infomi  and  inspire.  ($19.95) 

  ,*??^^'****V***'sa200-pagemanualthat 

includes  matenal  on  ttw  legislative  process,  legislative  issues 
in  education  and  health  care  refomi,  unfunded  mandates 
effective  advocacy  for  people  with  disabilities  and  many  other 
topics.  The  binder  can  also  be  used  by  NPND  members  to 
organize  Action  Alerts,  faxes  sent  to  members  alerting  them 
that  phone  calls  or  letters  to  Congress  are  needed.  ($35) 

^^},  ^'  °'  *e  ™terial  developed  to  support 

SSe  ^'^^ 

  |«C8  Tnin-Uw-TrfinerManusiis  a  1 60-page  manual  con- 

teining  information  helpful  for  woridng  toward  inclusion  at  any 
level.  It  describes  ACB's  four  phases  of  inclusion  and  includes 
useful  forms  such  as  the  Community  Assessment  Tool  and  the 
Positive  Student  Profile.  Also  includes  sample  training  outlines 
and  references  for  further  reading.  ($25) 

  ACBRelatBaiteadings  Manual  \s  a  325-mec(A\ec^noi 

readings  that  provide  a  comprehensive  understanding  of  inclu- 
sion. ($40)  ^ 

  ACBJlistlieiionalT^(Mii»mKe\saw6eocmof\he 

neariy  three-hour  March  1994  teleconference  about  inclusion 
Also  .ncludes  talks  with  Tom  Hehir,  director  of  the  Office  of 
Special  Education  Programs  in  the  U.S.  Depart.>nent  of 
Education;  Judy  Heumann,  assistant  secretary  of  the  Office  of 
Special  Education  and  Rehabilitative  Services;  Martha  Fields 
executive  director  of  the  National  Association  of  the  State  ' 
Directors  of  Special  Education  and  parents.  ($28) 


TOTAL  (NPND  members  may  deduct  10%) 


NAME: 


ORGANIZATION: 
ADDRESS: 


CITY: 


_STATE: 


.ZIP: 


HOME  NUMBER  (  )_ 

WORK  NliMBER  (  )_ 


62   ♦   EXCEPTIONAL  PARENT /DECEMBER  1994 


Please  return  this  font,  with  your  check  made  payable  to- 
NPND,  1600  Prince  St,  Suite  115,  Alexandria,  VA  22314 
(703)  684-6763,  fax:  (703)  836-1232 
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Networking 

bafonnatioa  from  llie  ftlational 


NPNiys  Annual  Meeting 
is  Unparalleled  Success 


NPND's  annual  meeting 
for  1994  was  held  Oct 
1-3  in  Washington,  DC.  Fol- 
lowing a  full-day  meeting  of 
the  board  of  directors  Sept 
30,  the  annual  meeting 
included  panel  discussions, 
talk  about  legislation  and 
updates  on  the  Americans 
with  Disabilities  Act  (ADA) 
and  the  reauthorization  of 
the  Individuals  with  Disabil- 
ities Education  Act  GDEA). 

Before  the  annual  meet- 
ing ofBcially  opened,  the 
NPND  board  of  directors 
attended  a  working  dinner 
of  the  Joseph  P.  Kennedy  Jr. 
Foundation.  Eunice 
Kennedy  Shriver,  Founda- 
tion Executive  Director 
Steve  Eidleman  and  several 
other  foiuidation  staff 
members  attended  the  din- 
ner. Shriver,  who  asked 
NPND  board  members  their 
opinions  on  a  wide  range  of 
topics  concemmg  children 
with  disabilities  and  their 
families,  stressed  the  need 
for  parents  and  other  femily 


members  to  become  more 
politically  active.  Shriver 
also  suggested  that  a  meet- 
ing between  the  NPND 
board  and  the  foundation 
become  a  regular  part  of 
NPND's  annual  meetings. 

NaAional  leaders 
op«i  meeting 

Rep.  Major  Owens,  D-NY, 
chaiiperson  of  the  House 
Select  Subcommittee  on 
Education  and  Civil  Itights, 
opened  the  annual  meeting 
Saturday,  Oct  1.  Based  on 
the  accomplishments  of  the 
House-Senate  conference 
that  had  completed  its 
work  just  the  day  before, 
Owens  spoke  about  the 
Families  of  Children  with 
Disabilities  Support  Act  of 
1994  and  the  reauthoriza- 
tion of  the  hnproving  Amer- 
ica's Schools  Act  of  1994, 
commonly  referred  to  by  its 
previous  name,  the  EHemen- 
taiy  and  Secondary  Educa- 
tion Act 
Arguing  that  government 


iPnm     to  light}  NPND  executive  director  Patricia  McGiU 
Smith  chats  with  Eunice  Kennedy  Shriver  and  Diana  Guth- 
bertsm,  outgoing  president  of  NPND's  board  of  directors,  at 
a  Joseph  P.  Kennedy  Jr.  Foundation  dinner  SepL  30. 


Rep.  Major  Owens,  D-NY, 
opens  NPND's  armual 
meeting. 


must  reprioritize  its  spend- 
ing, Owens  advised  parents 
and  advocates  not  to 
accept  many  legislators' 
arguments  that  money  is 
insufficient  to  adequately 
fund  disability-related  pro- 
grams. Parents  must  con- 
tinue to  lead  the  fight  for 
the  rights  of  students  with 
disabilities,  Owens  said. 

Following  Owens,  Carol 
Rasco,  assistant  to  the  pres- 
ident for  domestic  policy, 
shared  her  experiences  of 
raising  a  son  with  disabili- 
ties. She  said  her  son  had  a 
special  friendship  with 
Pres.  Clinton  and  empha- 
sized Clinton's  commitment 
to  people  with  disabilities. 
Ras'.'o  was  given  the  NPND 
National  Leadership  Award 
after  her  comments. 

Leading  disability  rights 
activist  Justin  Dart  was 
also  honored  Saturday 
with  the  NPND  Citizen 
Advocate  Award.  In  an 
emotional  speech,  Dart 
described  the  upcoming 
winter  as  the  "Valley 
Forge"  of  thf'  JSsability 
movement  while  urging  for 
more  advocacy,  determina- 
tion and  hope. 


Update  from  the  HiU 

other  Saturday  talks 
included  remarks  about  the 
justending  congr<essional 
session  and  predictions  for 
upcoming  legislative 
actions.  ^;>eakers  included 
George  Jessien,  a  Kennedy 
Policy  Fellow  working  with 
the  Senate  Subcommittee 
on  Disability  Policy;  Hans 
Meeder,  staff  to  the  House 
Select  Subcommittee  on 
Education  and  Civil  mghts; 
Paul  Marchand,  director  of 
the  ARC  Office  of  Govern- 
ment ASairs  and  Lucy 
Watkins,  parent  advocate 
for  the  Center  on  Law  in 
Education. 

Saturday  pftemoon  con- 
cluded with  a  talk  by  Judy 
Heumann,  assistant  secre- 
tary of  the  Office  of  ^)ecial 
Education  and  Rehabilita- 
tive Services  (OSERS). 
Heumann  urged  parents  to 
become  heavily  involved  in 
the.reauthorizaticHi  of  IDEIA 
and,  in  particular,  to  re^nd 
to  the  questions  that  her 
office  had  put  forward  in  the 
Federal  Register. 

Bob  Williams,  commis- 
sioner of  the  Administra- 
tion on  Developmental 
Disabilities  in  the  U.S. 
Department  of  Health  and 
Human  Services,  also 
talked  about  Heumann's 
office  on  Sunday,  Oct  2, 
saying  he  was  trying  to 
work  more  closely  with 
OSERS,  the  Department  of 
Labor  and  other  agencies. 
Following  his  presentation, 
Williams  spent  time  with 
some  parents  to  discuss 
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their  concerns  about  the 
SSI  benefits  program. 

IDEA  reauthorizatkHi 

On  Saturday  afternoon, 
meeting  participants 
reviewed,  edited  and  devel- 
oped policy  positions 
regarding  the  reauthoriza- 
tion of  IDEA.  Called  TTie 
Reauthorization  of  IDEA: 
Paretits' Perspectives,  the 
position  ps^r  includes 
eight  principles  critical  to  a 
new  IDEA  that  will  be  more 
responsive  to  the  needs  of 
students  with  disabilities 
and  their  families.  This 
paper  is  available  free  to 
parents  and  organizations 
by  contacting  NPND. 

Tom  Hehir,  diiector  of 
the  Office  of  Special  Educa- 
tion Programs  in  the  U.S. 
Department  of  Education, 
also  addressed  IDEA  on 
Sunday  in  a  lengthy  discus- 
sion witti  meeting  partici- 
pants about  various  IDEA 
reauthorization  issues  the 
education  depaitment  is 
particularly  interested  in. 

NPND  awanis 

NPND  held  its  annual 
reception  and  award  cere- 
mony Saturday  night 

•  Doreen  "Pam" 
Steneberg  received  the 
Parent  Leader/Advocate  of 
the  Year  Award  for  her 
work  on  behalf  of  children 
with  disabilities  and  their 
families  in  northern  Califor- 
nia and  across  the  nation. 

•  Charles  Lazarus, 
founder  of  Toys  "R"  Us,  was 
named  Corporate  Leader  of 
the  Year  for  the  production 
of  his  stores'  Toy  Guide  for 
DifferenUy-AMed  CMldren. 

NPND  extends  special 
recognition  to  American 
Airlines  and  the  National 
Association  of  Medical 
Equipment  Services  for 
their  generous  support  of 


Pam  Sternberg  [Ufl]  re- 
ceived the  Parent  Leader/ 
Advocate  of  the  Year  Award 
duHng  NPND's  annual 
meeting  Oct.  1-3.  Diana 
Cuthbertson,  o^Ugoing  presi- 
dent of  NPND's  board  of 
directors,  presented  the 
award  at  a  ceremony  Oct.  1. 


the  reception.  Other  confer- 
ence and  reception  contrib- 
utors included  Hal's  Pals, 
Virginia  Leingang,  Neil's 
Outrageous  liquors  and 
Deli,  Robert  Blair  Ruble,  Sir 
Speedy,  St  James  Resi- 
dence Hotel,  Total  Audio 
\^isual  Systertjs  and  the 
Joseph  P.  Keimedy  Jr  Foun- 
dation. 

Board  elections 

An  election  of  NPND  board 
members  was  held  during 
the  business  meeting  on 
Sunday.  New  board  mem- 
bers are  Marta  Anchondo, 
Margaret  Burley  and  Diana 
Autin.  Jo  Butts,  Sue  Pratt 
and  Pam  Steneberg  were 
re-elected. 

New  board  officers  were 
also  elected  at  the  first 
meeting  of  the  new  NPND 
board  Sunday  evening. 
Elected  vere  President  Jo 
Butts,  \rice  President  Pam 
Steneberg,  Secretary  Janet 
Vohs  and  "Dreasurer  Joan 
Kflbum. 

TTianks  goes  out  to  for- 
mer board  membere  Rich 
Burden,  Sweet  Alice  Harris 
and  Amparo  Crespo  for  tlieir 
hard  work  and  dedication. 

Hot  topics  discussed 

After  lunch  on  Sunday, 
small  groups  gathered  to 


discuss  "hot  topics"  sug- 
gested by  NPND  mem- 
bers through  a  member 
survey  conducted  earlier 
in  the  year.  Topics 
included  the  legislative 
process;  rural  and  Native 
American  issues;  commu- 
nication; fundraising; 
NPND  2000,  a  strategic 
plarming  program  for 
NPND  and  the  justice  sys- 
tem's treatment  of  people 
with  disabilities. 

A  wake-up  call 
is  soundeid 

On  Monday,  Oct.  3,  NPND 
held  its  first  congres- 
sional briefing,  "The 
Reauthorization  of  IDEA: 
Parents'  Perspectives." 
During  the  briefing,  spon- 
sored by  the  Senate  Sub- 
committee on  Disability 
Policy  and  the  House 
Select  Subcommittee  on 
Education  and  Civil 
Rights,  parent  panels 
addressed  critical  issues 
in  maintaining  the  rights 
and  protections  already 
embedded  in  IDEA.  Many 
parents  shared  stories 
about  the  successful 
benefits  of  IDEA. 

Panels  included  Parent 
Participation:  The  Key  to 
Success;  Least-Restrictive 
Envirorunent;  Procedural 
Safeguards;  EqualJustice 
and  Monitoring. 

In  addition  to  parents, 
Bobby  SilversteEin,  chief  of 
staff  for  the  Senate  Sub- 
committee on  Disability 
Policy  and  Maria  Cuprill, 
chief  of  staff  for  the  House 
Select  Subcommittee  on 
Education  and  Civil  Rights, 
gave  compelling  presenta- 
tions about  the  magnitude 
of  the  upcoming  fight  to 
retain  the  protections  chil- 
dren with  disabilities  now 
have  to  a  free  appropriate 
education. 


The  National  Parent  Netwoilc 
on  Oifabilities  Board 
of  Directors 

Marta  Anchondo 

TASK,  Anaheim.  CA 

DiannaAytin 

Advocates  for  Children  of  New  York, 
Long  Island,  NY 

Margaret  Burtey 

OCEHC,  Marion,  OH 

Joanne  Buds 

Washington  PAVE,  Tacoma,  WA, 
President 

Connie  Curtin 

Vermont  Parent  Infomfiation  Center, 
Burlington,  VT 

Diana  CutMieitson 

Statewide  Parent  Advocacy  Network 
(SPAN),  Vifestfield;  NJ, 
Past  President 

Josepii  Garcia 

Touchstones,  Seattle,  WA 

Paula  Goldberg 

PACER  Center,  Minneapolis,  MN 

Connie  Hawkins 

Exceptional  Children's  Assistance 
Center  (ECAC),  Davidson,  NC, 

Bonnie  Johnson 

Arkansas  Disabilities  Coalition, 
Little  Rock,  AK 

JoahiOibum 

MATRIX.  A  Parent  Network 

&  Resource  Center. 
Mill  Valley,  CA,  Treasure/- 

Sue  Pratt 

CAUSE,  Lansing,  Ml 

Pat  Smith 

Georgia/ARC,  East  Point,  GA, 
Partiamentarian 

PamStenelwrg 

Disability  Rights  Education  & 
Defense  Fund  (DREDF), 
Berkeley,  CA, 
Vice  President 

Janet Vohs 

Federation  for  Children  with 
Special  Needs,  Boston,  MA, 
Secretary 

Patricia  McGiH  Smith 

Executive  Director 


1995  Annual 
Meeting  Dates  Set 

Mark  your  calendars  now! 
The  next  NPND  Annual  Meet- 
ing will  be  field  on  September 

23-25, 1995.  Contact  NPND 
for  more  information. 
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he  people  of  Toys  for  Special  Children  have 
sought  to  create  a  new  world  of  play  for  the 

handicapped  through 


"Dr.  Kanor's  devices 
have  benefits 
beyond  words" 

-The  New  York  Times- 
Get,  20th,  1991 

A  unique  resource  for 
technology  which  can  be 
used  to  increase,  maintain, 
or  improve  functional 
capabilities  of  individuals 
with  disabilities. 

To  get  your  catalog  call  or  write  to: 
Toys  for  Special  Children 
385  Warburton  Avenue 
Hasting-on-Hudson,  NY  10706 
800-832-8697 

O 

lERJC  Clrcl«#m 


the  development  of 
specially  adapted  toys, 
capability  switches, 
activity  centers, 
augmentative 
communication  aids, 
and  countless  other 
special  devices  for  the 
handicapped. 
Special  Service 

We  offer  many  standard  technical  solutions  for 
handicapped  people.  We  realize  that  for  some, 
special  adaptions  are  needed.  Please  call  us  so 
that  we  can  discuss  fabricating  custom  equipment 
for  your  special  requirements. 


Vibrating  Light 


CEPTKmL 


*«pisjL  Library 
You  can  order 

Piuofft 


any  of  the 
books  listed  here 
with  the  coupon 
below  or  by  calling 
(800)  535-1910 


AUTISM 


III  li  sileiir 


I  lll'iri  nil  itituir 


Out  of  Silence 

A  Journey  into  language 

Russell  Mastin 
A  heartfelt  account  of  an 
autistic  child  struggling  to 
gain  the  gift  of  speech,  expos- 
ing the  depth  of  the  mind  and 
heart. 

HH083AM  $22.50 


Siblings  of  Children 
vjiTH  Autism 

A  Guide  for  FamUies 
S.L.  Harris,  Ph.d. 
Understand  sibling  relation- 
ships, how  autism  affects 
them  and  what  families  can 
do  to  support  their  other  chil- 
dren. 

WB096AM  $1Z95 


Son  Rise 

The  Miracle  Continues 
Barry  N.  Kaufman 
An  awe-inspiring  reminder 
that  love  made  tangible  can 
move  mountains. 
OiOSMM  $20.00 


DOWN  SYNDROME 


Advances  in  Down 
Syndrome 

Edited  by  V.  DMnniw 
&  P.  Oelot;in 

Twenty  experts  contribute 
their  recent  research,  experi- 
ence, and  thoughts  on  future 
directions  for  children  with 
Down  syndrome. 
I>E0450S  $31.00 


BABIES 

Willi  IX  WN 


■DOWN 


■  CVROLTlWGr.' 
PE0500S 


Babies  With 
Down  Syndrome 

A  Parents' Guide 

El).  BY  Karen  Stray-Gundersen 
The  complete  guide  for  new 
parents  of  babies  with  Down 
Syndrome.  Written  by  profes- 
sionals and  parents,  this  book 
covers  eveiything  new  parents 
need  to  know. 

WBOIOMR  $14.95 

Down  Syndrome 

A  Resource  Bandbook 

Edited  BY  Carol  Tingey 
This  book,  written  for  both 
families  and  clinicians,  is  per- 
sonal in  approach  and  direct 
in  style.  It  discusses  with  com- 
passion and  knowledge  the 
genetic,  medical,  social,  and 
family  aspects  of  Down  syn- 
drome. 

$22.00 


DISABILITY,  GENERAL 


Activities  for 
Developing  Pre-skell 
Concepts  in  Children 
wrraAunsM 

Toni  Flowers 

Each  activity  is  designed  to 
tell  educators  what  they  are 
doing,  why  they  are  doing  it 
and  what  materials  they  will 
need  to  teach  the  acthdty. 
The  acthdties  are  adaptable  for  children  of  all  levels. 
PE0350D  $29.00 


The  Best  Toys,  Books, 
&  Videos  for  Kms 

Joanne  Oppenheim 
&  Stephanie  Oppenheim 
A  guide  to  over  1000  kid- 
tested,  classic  and  new  prod- 
ucts with  features  on  products 
for  kids  with  special  needs. 
HC0820D  $12.00 


Computer  Resources 
FOR  People  with 

DiSABILITESM  &uMe 
to  Exploring  Today's 
Assistive  Technology 

The  Alliance  for 
Tecunoixwv  Access 
Provides  user-friendly 
support,  information,  and 
up-to-date  answers. 
HP0870D  $14.95 

Does  Your  Cnao 
IL\VE  Epilepsy? 

2nd  Edition 

James  E,  Jan,  Robert  0. 
Zieqler  and  Giusepi'E  Euba 
This  book  provides  informa- 
tion on  the  most  common 
seizures,  causes,  principles  of 
treatment,  investigation  and 
outcome,  with  a  wide  range  of 
helpful  suggestions  from 
infancy  to  early  adulthood. 
PC03«0D  $22.00 


The  Early  Intervention 
Dictionary 

A  hJuiti-dis<ipttnary  Guide 
to  Terminology 

Jeanine  Coleman,  M.Ed. 
Deflnes  and  clarifies  terms 
used  by  the  many  different 
medical,  therapeutic,  and 
educational  professionals  who 
provide  early  intervention 
services. 
WB030B  $16.95 

Help!  This  Kro-s  Driving  Me  Crazy! 

The  Young  Child  with  Attention  Deficit  Disorder 

L.Adhns&J.Cady 
Information  about 
typical  behavior  char- 
acteristics; sugges- 
tions on  how  to  foster 
the  development  of 
appropriate  behavior. 

$5.00 
$89.00 


HELPI  THIS  mt 

wmt  ME  CMZYI 


PE040A0  (book) 
PE040(ta|)e) 


r 


Mbl«rSot«ni 
I  AM.  I  CAN,  I  WILL 
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I  Am,  I  Can,  I  Wol 

Mister  Rogers 
A  series  of  audio  and  printed 
materials  designed  for  young 
children  with  disabilities. 
These  programs  may  be  used 
to  help  develop  a  child's  emo- 
tional, language,  perceptual, 
listening  and  creative  abilities. 
lStapes&5booia 
PE0560D  $119.00 


It  Isnt  Fair! 

Siblings  of  Children  with 
DisabiUties 

Edfted  BY  S.D.  Kleiw 
&  M.J.  Schleifer 
Features  chapters  by  parents, 
siblings  and  professionals. 
EPOOIEP  $14.95 


The  Language  of  Toys 

Teaching  Communication 
Skills  to  Special-Seeds 
Children 

S.  Schwartz  &  J.  Miller 
Teaches  parents  how  to 
improve  their  child's  commu- 
nication skills  at  home  with 
fuiT,  easy-to-follow  exercises. 
WB0200D  $14.95 


Ltitle  Chhjoren, 
Big  Needs:  Parents 

Discuss  Raising  Children 
with  Exceptional  Seeds 

Don  Weinhouse,  Ph.D.  and 
Marilyn  Weinhouse,  M.A. 
What  are  the  concerns  of 
parents  who  laise  disabled 
children?  Contains  candid 
Interviews  with  50  families 
of  children  with  a  wide  range 
of  disabilities. 

RUP0880D  $12.95 


MWiWMHtocwaa 

ANDADOIBCMMn 
tOKC-HyrawCMlY 


MEarly 


iCft«Heng— 


^  Maui, 
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Miiriiiy 
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Maxagehent  of 
Chudsen  and  Adoles- 
cents with  ADHD 

Ronald  J.  Friedman 
&GuyT.Doyal 

The  most  current  medical  and 
psychological  research  find- 
ings with  20  years'  clinical 
experience.  Written  in  a  clear, 
nontechnical  manner. 
PE039M>  $24.00 

Meeting  Easly 

Intesvention 

Challenges 

Issaesfrom  Birth  to  Three, 
Second  Edition 

L.J.  Johnson  ct.  al. 
Guiding  professionals  and 
parents  through  changes  in 
early  intervention  practice. 
PBOOSa  $30.00 


Mom,  I  Have  A 
Staiung  Problem 

M.C.  BUCKEL&T.  Bl  CKEL 

A  true  stoty  of  Petit  Mai 
Seizures  and  the  hidden  prob- 
lem it  can  cause:  Learning 
Disability 

MBOOrSZ  $3.95 

(IncbuUs shipping  charges) 


L  Pahents  Guide  to 
Mn)DLE  Ear  Infections 

DORINNE  S.  Davis,  ma,  ccc-a 
Answering  questions  about 
ear  infections  in  understand- 
able terms.  Anatomy,  physiol- 
ogy and  coping  at  home  and 
socially. 

HV0900D  $24.95 


Physicians'  Guide 
to  Rase  Diseases 

Edited  BY  J.G.Thoene 
Over  1,000  pgs.  Contains 
information  on  approximately 
700  disorders. 

DP02100  $75.50 


Workshops  for ' ' 
S-  Siblings  of  Children 
;  with  Special  Needs 
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SiBSflOFS 

Workshops  for  Siblings  of 
Children  with  SpedtU  Needs 

Donald  J.  Meyer 
How  to  provide  peer  support 
and  educational  opportunities 
for  sisters  and  brothers  of 
children  with  special  needs. 
PB0S60D  $32.00 


That  All  May  Worshif 

An  Inteifttith  Welcome  to 
People  with  Disabiiities 

GinnyThornburgh 
An  interfaith  handbook  to 
assist  congregations  in  wel- 
coming people  with  disabili- 
ties to  promote  acceptance 
and  fiill  participation. 
NO084OD  $10.00 


/■  INJURY 


Injured 
Mind, 
Shattered 
Dreams 


Injured  Minds, 
Shattered  Dreams: 

Brim's  Survival  fiom  a 
Severe  Head  Itdury 
Janet  MiaER  Rife 
Recovery  and  victory  a  family 
can  achieve  through  caring. 
BL0670D  $17.95 


When  Your  CenJi  Goes 
TO  School  After  AN 
Injury 

Marilyn  Lash 

Issues  parents  need  to  con- 
front about  their  child's 
future  schooling,  health  care 
and  social  needs. 
EP006ML  $7.50 

(InchuUt  shipping  charges) 

When  Your  Child  is 
Seriously  Injured 

The  Emotional  Impact 
on  Families 

Marilyn  Lash 

Topics  include  preparing  for 
hospital  visits,  reaction  to 
loss,  helping  siblings,  and 
coping. 

EP005ML  $4.50 

(Ineludss  shipping  charges) 


CHtLDHN'S  BOOKS 


Joey  and  Sam 

I.KA'ra&E.Rnvo,M.D. 
A  heartwarming  storybook 
about  autism,  a  family,  and 
a  brother's  love. 
RL099AM  $9.95 


When  Young  Children 
ARE  Injured:  Families 

asCaregifsinBospHais 
andatBotte 

J.  Haltiwanger  &  M.  Lash 
A  book  about  the  family's  role 
in  caregiving  when  a  young 
child  is  injured. 
EP085ML  $7.50 

C Includes  shipping  charges) 


My  Buddy 

A-OSOFSKY 

Buddy  is  the  best  dog 
a  boy  could  have.  Fully 
illustrated,  this  book 
demonstrates  the 
desires  of  the  disabled 
to  be  independent. 
HH098CB  $5.95 


Planning  for 
the  Future 

Providing  a  Meaningful  Life 
fora  Child  with  a  DisabilUy 
lifter  Your  Death 

Mark  Ri'ssell 

M>0240D  $24.95 
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CHILDREN'S  Page 


If  I  Could  Give  the  World  A  Gift... 

by  Joshua  W.  Humphreys 


If  I  could  give  the  world  a  gift,  it  would  be  what  my  brother  has 
taught  me: 

My  brother  is  patient  all  the  time.  He  waits  for 
me,  even  when  I  sometimes  don't  have  time  for 
him. 

My  brother  is  always  happy  and  smiles  with 
a  big,  open-mouth  smile.  He  always  gives  me  a 
smile,  even  when  I  don't  feel  like  smiling  or 
when  I  have  had  a  bad  day. 

My  brother  doesn't  care  if  I  don't  make 
straight  A's  or  score  a  goal  in  soccer;  he  will 
always  love  me,  no  matter  what. 

My  brother 
doesn't  care  what 
color  you  are  or 

what  you  wear.  He  will  love  you  whether 
you  are  young  or  old  or  rich  or  poor. 

My  brother  will  never  know  bad — only 
good.  He  will  not  know  if  someone  is  mean 
to  him.  He  will  not  know  about  the  bad 
things  people  do. 

My  brother  has  taught  me  so  much, 
even  though  he  has  a  mind  and  a  body  that 
don't  work  very  well. 

My  brother  only  knows  how  to  love,  and 

  _  _    this  is  how  God  wants  us  to  be — the  same 

way  He  loves  us  no  matter  what. 


Christmas  1992  with  the  Humphreys:  [from 
left  to  right]  Six-manth-old  Jarrett  and  older 
bwthers,  Joshua,  8,  and  Joixlan,  6. 


Jordan  I  right  J  "only  knows  to  love,"  says  older 
brother,  Joshua  [middle].  With  them,  is  younger 
bwther,  Jatrett. 


Joshua,  11,  lives  with  his  parents,  Karen  and  Dennis,  and  his 
two  bivthets,  Jonian  and  Jarrett,  in  Waco,  Texas.  Joixlan,  8, 
has  agenesi.'i  of  the  coipus  callosum.  Joshua,  nfijlh  gmder  at 
Midiray  Intermediate  School,  entered  this  essay  in  a  contest 
sponsored  by  the  Notional  PTA  where  it  v^onjirst  piize  ot  the 
campus,  coutu'il  and  district  levels.  Joshua's  hobbies  include 
drawing,  soccei-  and  golf. 


The  Children's  Page  welcomes  contributions  from  children  with  disabilities  and  their  siblings.  Be  creative!  Send  your  stories,  photos  and  artvvork  to;  ChildrMi's 
P 


I  Page,  Exceptional  Parent,  209  Harvard  Street,  Suite  303,  Brookline,  MA  021 46-5005. 
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WHOLE. 

With  maximum  passenger  seat 
maneuverability,  a  new  easy 
off/on  ground  hugging  plat- 
form, plus  reliable  all-electric 
operation. 

The  Crow  River  Industries  \'AN- 
GATER'^'fold-in-half  lift  is  a  timeless 
classic.  VC'hen  folded  it  offers  half  a 
doorway  of  usable  space  for  easy 
loading/unloading,  more  usable  in- 
terior space,  a  clearer  side  view,  and 
allows  the  front  passenger  seat  to  be 
almost  fully  reclined  for  maximum 
comfort.  But  we  can't  seem  to  stop 
trying  to  improve  on  perfection. 

All-electric  reliability. 

The  enclosed  non-hydraulic,  all- 
electric  operating  mechanism  is 
cleaner  and  quieter  than  hydraulic 
lifts,  especially  in  extreme  tempera- 
tures. (There's  also  no  leakage  or 
unpleasant  odor.)  And  our  new 
auxiliary  electric  override  provides 
emergency  electrical  lift  power — not 
to  mention  peace  of  mind — when 
you  need  it  most. 

A  flatter  platform. 

We've  made  getting  on  and  off  the 
N'ANGATER^" easier  than  ever  with  a 
new  flatter  platform  that  sacrifices 
nothing  in  ruggedness  and  reliability. 
And  you'll  find  the  improved  side 
entry  option  and  exit  access  great  in 
tight  parking  situations! 

RAPID  RESPONSE  LINE: 

For  more  information  and  the  name 
of  vour  closest  dealer  tall  today: 
1-800-488-7688 

€« 

CROW  RIVER 

Indutirm  IncorporilM 

14800  28th  Avenue  North 
Minneapolis,  MN  55447  (U.S.A.) 
(In  Minnesota,  612-559-1680) 
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Lighten  up  a  Special  soMeone 
ioi-tk  sprijM^  shaped 
^\mb\e  roms  ■  Our  colorful 
adap'ii\Je  rehAbili'ta.'iiori 
proJmAjs  are  de^ijneA  -to 
mprosie  -tKe  fuodi-i^  oi  \i\ies 
■for  all  ajes. 

So  com  'jroio  lot-tK  us .  for  posi-tioniri^j ,  seariini ,  oM 
mobili-bj ,  choose  -ike  ^u^ble  foms  -iroJmarK  ■ 
(Vofi-i  be  -fooled  by  mi-ta.'iioris  .\ 


-  TriS-tander' 

-  iexsa.  ^om' 

-  Tadpole" 

-  (Grasshopper'^ 

-  ^e-i-^obile^ 


-  Carrie®  ^ea.-i 

-  dhcmeieon:'' 

-  Turtle® 

-  teaJiij  toLer' 
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